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PREFACE 


“Every night several million American mothers feed their 
babies, put them in their cribs, and say good night. The next 
morning they return, greet their children and begin another day 
of care. Yet every morning, anywhere from 30 to 60 mothers 
return to find their babies lying dead in their cribs—victims of 
a mysterious and frightening disease that takes the lives of at 
least 10,000 infants each year. 

Some people know this disease by the name of ‘crib death’ or 
‘cot death.’ Others call it ‘Sudden Infant Death Syndrome.’ By 
any name, it is an elusive disease which strikes not only the 
child, but his whole family. Sometimes the victim’s parents and 
brothers and sisters never recover from the shock, guilt and self- 
incrimination that follow.” 


Senator Walter F. Mondale 
January 25, 1972 
United States Senate Subcommittee 


on Children and Youth Hearing on 
the Sudden Infant Death Syndrome 


Five years ago this book couldn’t have been written. The 
Sudden Infant Death Syndrome (SIDS) was, at that time, 
still an unrecognized entity known only to a few research 
physicians, medical examiners, coroners and the unfortunate 
families who had lost babies. Through consumer action plans 
organized by parent groups, remarkable changes have oc- 
curred. More research has been done in the past five years 
than had been done in the previous five hundred. More 
communities are offering adequate services to the stricken 
families. More physicians recognize that although finding a 
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cause and cure is a top priority requiring vast amounts of 
time and money, much can be done to support the family 
which requires no money and little time. Legisl-tive action, 
on both the federal and state levels, continues to lighten the 
burden of the lay group. In total, families of the future can 
have some assurance that although the key to the prevention 
of the syndrome may still be years away, should they lose a 
child to the syndrome, they will be treated with under- 
standing, dignity and compassion. 

In 1965, the authors of this book were deeply affected by 
the still little-known disease: one by choice and one by fate. 


ABRAHAM BERGMAN 


“T was a typical young practitioner of ‘academic medi- 
cine.’ School, at long last, was over and I had just ‘settled 
down.’ For physicians, this means completion of college, 
medical school, internship, residency, service time and for 
those headed for faculty positions, fellowship training. Hav- 
ing been away from my hometown, Seattle, for 13 years 
engaged in these pursuits, I was eager to return. A former 
teacher of mine in medical school at Cleveland, Dr. Ralph 
Wedgwood, had become the chairman of the Pediatrics 
Department at the University of Washington, and when he 
offered me a position on his faculty, I enthusiastically 
accepted. 

My base of operations was the Children’s Orthopedic 
Hospital and Medical Center, where I was responsible for 
the operation of the Outpatient Department. Most medical 
school faculty members also engage in research; my specialty 
was research in ‘medical care’ or, more specifically, how to 
improve health services by more creative utilization of man- 
power. 

Another new arrival at the Children’s Hospital and the 
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medical school was Dr. J. Bruce Beckwith, who had come 
from Los Angeles. With a unique blend of brilliance and 
charm, this young pathologist attracted a devoted following. 
His research interest was ‘crib death.’ The sum and sub- 
stance of my education on the subject throughout medical 
school and pediatric training was limited to a solitary lecture 
delivered to my medical school fraternity by a Cleveland 
pathologist, Dr. Lester Adelson. 

Beckwith wanted to continue his pathology study on crib 
death, which he had began in Los Angeles, and wanted a 
pediatrician to collaborate with him to obtain interviews 
from families in their homes. I volunteered. It didn’t take 
longer than the first home interview to recognize that I had 
not embarked on an ordinary research project. As soon as 
I had finished asking my questions, I witnessed what was to 
become a repetitive scene: stunned parents asking, ‘Why did 
my baby die?’ Behind the spoken question lay the unspoken 
one: ‘Was I responsible for my baby’s death?’ We had 
stumbled upon another research project that was wholly 
unanticipated; what happens to families who suffer the 
sudden and unexpected loss of a loved baby. 

My component of the Seattle research project completed, 
and other interests beckoning, I had thought that my ap- 
pearance at the Chicago Parent Medical Conference in 1971 
would mark the end of my active involvement with SIDS. 
I had not reckoned on the poignant power of bewildered 
parents from all across the country seeking help. A young 
woman stopped me in the lobby of the hotel with tears in 
her eyes and said, ‘Can you tell me why my baby died?’ We 
sat down and it turned out that she was the wife of a young 
Chicago surgeon. She pulled a crumpled piece of paper out 
of her purse—the death certificate—and handed it to me. 
On it were the words, ‘tracheobronchitis staph aureus.’ The 
story she told was the classic one for SIDS. I told her, ‘It 
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appears that your baby died of Sudden Infant Death Syn- 
drome.’ ‘Why didn’t anybody tell me, and why did I have 
to have a coroner’s inquest?’ she burst out. I said, ‘What 
does your husband say?’ She turned her face away and said, 
‘He can’t talk about it.’ My consciousness was stabbed. ‘If 
such things happen to physicians’ families, how on earth 
must other families in the United States, who lose children 
to crib death be treated,’ I thought. 

The more families I met, the more my grim suspicions 
were confirmed. The management of Sudden Infant Death 
Syndrome in the United States was a national disgrace and 
something had to be done. I also met Judith Choate and 
I was ‘hooked’ into the national campaign to humanize the 
handling of SIDS.” 


JUDITH CHOATE 


“I was a young, rather inexperienced New York house- 
wife with little interest in medicine except as it insured the 
well-being of my two sons, Michael, 3 years, and Robert, 
5 months. On a March morning, my life changed with a 
sharp jolt and a part of medicine became an all-consuming 
interest. My five-month-old son was discovered lifeless in his 
crib. No warning sickness, no struggle, no cry. Another tiny 
victim of crib death. 

Like all cases of sudden, unexpected and unattended 
deaths in our city, Robbie was a Medical Examinet’s case. 
His body was left in the apartment, in a closed bedroom, 
with a policeman in attendance until mid-afternoon when a 
medical investigator (from the Medical Examiner’s office ) 
observed the body and interviewed us. Questions such as 
‘How many times did you hit the baby?’, ‘Did your other 
child choke or in any way abuse the baby?’ provoked a com- 
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mitment to protect every SIDS family from the agony of 
feeling responsible for their child’s death. I can remember 
wondering, as they took the baby to the morgue, what hap- 
pens to families who don’t speak English, who have never 
heard of crib death, who don’t have private medical care. 
I suppose it was, in part, easier to think about abstracts than 
to face my own terror. I spent a manic day trying to track 
down a foundation concerned with crib deaths. I had read 
about it, I knew it was in Connecticut. I knew it was a 
child’s name and I knew I had to help. I called every med- 
ical school, library and hospital in New York with no 
results. No one knew what I was talking about. I finally 
started calling the major women’s magazines. At the moment 
they took the baby’s body from the apartment, I was given 
the name of the Mark Addison Roe Foundation by the editor 
of a national publication. 

I had enough knowledge about crib death to know that 
the foundation could not tell me why Robbie died, but that 
was not my need. I just wanted to help in any way I could; 
thus, one week later when I began to correspond with other 
parents across the country, I did not know that my involve- 
ment would be long-term nor did I suspect the horror stories 
I would come to know well. I guess I have kept going with 
the thought that although I could never save a baby’s life, 
I could help insure that someone would try. Also I could 
try to save families from the anguish and misery of holding 
themselves responsible for the death of their child.” 


At opposite coasts of the United States, the authors pur- 
sued their particular interests in the problem: one in a com- 
munity where families were receiving the best possible treat- 
ment; the other involved with families throughout the 
United States, most of whom received no treatment at all. 
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Through the years, each had developed strong ideas on 
what could be done to lift the veil of ignorance and apathy 
surrounding the problem. 

In 1971, they met, for the first time, when both were 
speakers at the First National Parent-Medical Conference on 
Sudden Infant Death Syndrome. Although they had been 
separated by thousands of miles and were involved in quite 
different aspects, both spoke about the same thing—the 
humanization of the handling of the Sudden Infant Death 
Syndrome. Out of this evolved a partnership that would 
lead a national volunteer effort to eradicate the psycholog- 
ical toll of the Sudden Infant Death Syndrome, and to 
foster research which would eventually end the problem 
entirely. The effort is beginning to show effect. 


II 


WHY DID MY BABY DIE? 


“What did I do? Healthy babies don’t just die. 
Please help me understand how I killed my little 
girl.” 


SIDS Parent—1972 


Sudden Infant Death Syndrome is a double crisis: a 
human one with far-reaching psychological effects, as well as 
a biomedical one with no preventive measures. We will 
begin with the human aspect. The following letters have 
been chosen from among those received during the past ten 
years by the National Foundation for Sudden Infant Death, 
Inc. 

Some are from parents who lost their babies many years 
ago and know nothing of crib death. Some are from par- 
ents who have had immediate contact with someone who 
knew something about the disease. The only common bond 
they have is a sense of responsibility for the death. 

The guilt feelings are a natural reaction to an event that 
defies rational explanation. However, when the community 
around them also points an accusing finger, the feelings of 
self-incrimination are intensified. 

Virtually every parent has a theory to explain the child’s 
death and a great many feel their loss could have been pre- 
vented. Allergy to milk, caught in the crib covers, a cold 
that should have been treated in a hospital, and so on, ad 
infinitum. Without adequate and immediate explanation by 
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a qualified health professional, these theories tend to dom- 
inate the event and further intensify the guilt. 


“We lost our little boy and I have just read a column about 
what maybe killed him. He didn’t have an autopsy but 
everything I have read or heard about crib death points to 
that as the cause of his going away. He was 7 months old 
and had a little cold but his last night on earth he seemed 
perfectly healthy and happy. I found him the next morning 
dead. 

It is so hard to write about it now as I feel absolutely 
horrified. I have another little boy and a loving husband 
and I know that somehow I must go on. I feel that reading 
this column must be God’s answer to me. I feel so guilty 
and heartbroken and responsible for all this. He was so 
perfect. Can you please help our family to go on and maybe 
you can show me the way to do this? I am sending you a 
picture of the baby so you can see how sweet he was. This 
terrible thing of crib death must be stopped. How do 
mothers go on? I want more children but then I ask myself 
if my mistakes harmed the baby; and how will I ever really 
know what mistakes I made so I won’t do it again. Please 
help me!” 


“T read an article on infant deaths and would like more 
information. I had a 3-month-old-baby boy die about 39 
years ago and at that time we had two doctors examine him 
and both only said ‘It is just one of those things.’ They did 
say that they probably couldn’t have saved him. I have 
always wanted more information. 

He was a twin and my other son has always been very 
healthy. The one who died had been healthy also but he 
had the flu a week prior to his death. Do you think he could 
have had pneumonia and I did not know it? I was so young 
and inexperienced. 
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When the other baby got sick afterwards I went to a 
different doctor. I had lost faith in the doctor who could not 
give me any comfort at all about my baby who died so 
suddenly. I have never forgotten this and although I am a 
great-grandmother now I still would like to know why my 
baby died. 

Thank you.” 


“T am 18 years old, my husband is 21. We were married 
October 12, 1968. June 19, 1969 we had a baby girl. She 
would have been three months old September 19, 1969— 
the day she died. 

We had left her with my mother-in-law for 3 days. We 
went to pick her up the evening of September 18, 1969. 
My mother-in-law informed me she thought the baby was 
catching a cold. She said she had a runny nose. 

She was in a playful mood when we arrived home. My 
husband wanted me to let her stay up later and play. How- 
ever, I had her on a schedule. She was to go to bed at 
9:00 p.m.; she usually woke up at about 7:00 a.m. Then 
after she had her bath and ate she usually went back to sleep 
for an hour or two. 

I put Vicks on her back, chest and throat—then I put a 
heating pad under her sheet and turned it on to medium. 

I worked from the time she was 2 weeks old until she 
was about 214 months. (My husband was in jail at this 
time, that’s why we left her at my mother-in-law’s—because 
he just got out and we wanted to be alone—so we could go 
places and have fun. ) 

So, she was used to being with her grandmother and 
uncles. Naturally she was spoiled and didn’t like to go to 
bed. So she cried until about 10 or 10:30. At 11:00 just 
before we went to bed my husband went in to check on 
her. She was asleep on her stomach (she wouldn’t sleep on 


10 WHY DID MY BABY DIE? 


her back). He asked me to come in the bedroom and showed 
me that she was covered with perspiration, her clothes were 
soaked. I presumed the heating pad was on too high al- 
though it didn’t feel too warm when I touched it. I turned 
it on low. We had just moved to the apartment and didn’t 
have the heat turned on yet so I didn’t want to turn the 
heating pad all the way off. 

At about 2:30 or 3:00 I woke up. The baby was scream- 
ing—not just crying but screaming. I thought that she just 
had a bad dream. I went to her room and tried to give her 
a bottle, but she wouldn’t take it. She just kept on scream- 
ing. I went back to bed and she shut up in about 15 or 20 
minutes—but all this time she was screaming. 

At 6:00 we got up because I was going to take my hus- 
band to look for a job. I went in to get her to give her a 
bath. I picked her up and she was stiff—I dropped her back 
down. Her little fists were purple and they were gripping 
the sheet. There was white foam in her mouth. 

The coroner said she had been dead probably 3 or 4 hours. 
I guess she stopped crying when she died. They said it was 
crib death but never did tell me anything more than that. 
I think she suffocated from the heat of the heating pad. My 
husband and mother-in-law both told me that it wasn’t 
because of the heating pad and told me to call the autopsy 
man a few days later when I was off tranquilizers. He again 
told me it was crib death. But no one ever told me what 
that meant. 

We now have a 7-month-old baby. When he was 5 
months old he was put in the hospital for 3 days for what 
doctors thought was bronchitis. They found he was only sick 
from allergy to a drug another doctor had prescribed for his 
cold while my baby’s doctor was away. 

The first day he went to the hospital my husband and 
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I got into an argument. He said I never took care of the 
baby and that it was my fault he was in the hospital. 

We were living with my mother-in-law then, too (neither 
her nor my father-in-law could drive so I had to take each 
of them back and forth to work every day plus I had to do 
all the housework). So, about all I could do with the baby 
was give him a bath and my husband took care of him the 
rest of the time. 

Also when he said it was my fault that the baby was in 
the hospital, he said “At least I never killed our little girl.” 
He had never said that to me before and didn’t mean to say 
it then, it just slipped out. But that proved to me that he 
does think I killed her. Since then, I wonder all the time if 
it was my fault and if I really did kill her with the heating 
pad. Maybe my mother-in-law and the autopsy guy know I 
killed her with the heating pad and are hiding it from me. 
I don’t know why, but I feel that they are lying to me. I am 
afraid to ask my husband. 

(THIS LETTER GOES ON FOR THREE MORE 
PAGES PLEADING FOR ANSWERS TO QUESTIONS 
RELATED TO SLEEP, EATING HABITS, ETC. BUT IS 
MAINLY REPETITIVE. ) 

Well, there are probably more questions I could ask, but 
I mainly want to know if you think I killed my baby or did 
she really die from crib death? And what is crib death? 
Please help me as soon as possible. I don’t want to kill my 
new baby.” 


“Tt was six days before Christmas when our world seemed 
to fall in on us. We had put our son to bed the night before 
when we went in to get him in the morning he was gone. He 
cried out about 6:30 but he didn’t seem mad and after a 
minute he quit crying. I laid in bed until about 7:00. I put 
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his bottle on and went to peek at him. He was snuggled up 
under the covers, face down. His little hand was sticking out 
and I knew something was wrong before I uncovered him. 

We have relived the tragedy over and over again in our 
minds. What if we had gone to him at 6:30 that morning, 
would it have made a difference. There should have been 
some warning or something to be alerted for. He was a good 
eater and was gaining weight. At his check-up he was fine 
and healthy. So how could he be gone? 

The reason for this letter is we would like to be on your 
mailing list. Plus, maybe you could tell us how a healthy 
baby could die. 

We are also expecting a new baby and we need some 
reassurance. We are so scared but happy. Do other parents 
have fears as a new baby comes? What about clothes and 
furniture of the lost baby? Should they be used again? Are 
there any virus or germs on them? 

Thank you for helping us.” 


“Our first grandson was born in November. He was a per- 
fect baby in every way. His father, our son, is a doctor in the 
Service. Our daughter-in-law is very efficient and a good 
mother and the baby was so wanted. 

They put him to bed on a December evening and one 
half hour later when they went in to check him, he was 
dead. He was breastfed and seemed to be healthy. Not even 
a sniffle or sign of a cold. Our son rushed him to the hospital 
but to no avail. He was 6 weeks and 1 day old. 

Our son and his wife are very broken up over this even 
though he is a doctor. This was their first child and we are 
all just crushed. If he had been ill or if his birth wasn’t 
accepted (in other words, if this baby wasn’t wanted) per- 
haps it would be easier to bear but that is just not the case. 
They want to have other children but we are all so terribly 
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concerned. Could there be anything in our family or did my 
children miss something? 
We would appreciate whatever help you can give us.” 


“On September 6, my huband and I were blessed with a 
baby boy. On November 7, he died. I checked on him early 
in the morning. He had died during his sleep. We rushed 
him to the hospital and the nurses took him away. At that 
time, I was very emotional. My parents came and after I 
had received the news they took me home. I felt that I had 
not given the baby the best care. I have blamed myself for a 
long time and still feel guilty for perhaps not giving our son 
the attention I should have. From that day on, I was very 
sheltered by my husband. He took full control of all arrange- 
ments. We never speak of our son. I have never fully under- 
stood his death. Since then we have not had another child. 
I would like to have your booklet and I would also like to 
know who I ask for a full report on the cause of his death. 
An autopsy was not performed but I was never told the 
exact cause of his death. Thank you for your help.” 


“T had a baby die of crib death three years ago. We didn’t 
have an autopsy and we were told that she died of a virus 
in the lungs. We never did get any certificate or anything. 
The doctor who was taking care of the baby didn’t tell us 
anything either. He just said we should have other children 
and forget about the baby who died. 

I can’t forget about the baby. She was my only daughter 
and I loved her so much. My mother thinks that I maybe 
shouldn’t have put new blankets in the crib but I wanted 
her to have everything new and pink so I did. Do you think 
that the blanket killed her? I know that I did something 
wrong because babies don’t just die like that. She was blond 
and blue-eyed and so pretty and was never sick at all and 


14 WHY DID MY BABY DIE? 


she was only 2 months old. My husband won’t talk about it 
—he thinks it is something in our genes that killed her. 
Why did she die and our sons live, then? What did I do 
wrong? Please help me.” 


“Tn reading a column in our local newspaper we heard of 
other bereaved parents of a victim of crib death and the 
subsequent inhuman investigation amounting to almost a 
“third degree.” Having spent years in a hospital, I am aware 
of brutality to infants but how can one look at a dead infant 
with grief stricken parents in a state of shock and be un- 
aware of true grief? 

Our daughter lost her only baby at the age of 7 months 
from crib death and was subjected to such an investigation 
by the D.A. and the sheriff, also at the hospital. She was in 
such a state of shock herself that she had to be tranquilized 
and hospitalized. She has never nor will she ever forget the 
torture while standing over her dead boy that both she and 
her husband adored. 

I wish we could help more in devising a better system of 
dealing with these families. No one should have to go 
through what my daughter experienced. 

Thank you for all you are doing.” 


“My husband and I thank you so much for the literature 
you sent about SIDS. We are parents who did not order an 
autopsy (regrettably now) but who, after having read the 
material, are more convinced than ever that we lost our 
daughter of five months to the Sudden Infant Death Syn- 
drome. Like many other parents we thought when we found 
her that somehow she had suffocated and the physician who 
examined her and tried in vain to revive her accepted this 
assumption also. This was even recorded on her death cer- 
tificate. It was later that the questions began, not only from 
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ourselves, but from friends and relatives. How could she 
have smothered when there were no blankets or pillows 
anywhere near her? And how could the doctor have accepted 
such an explanation and not suggest we have an autopsy? 

I’m sure I don’t have to tell you the agonizing weeks we 
suffered, especially my parents who still wonder if the home- 
made crib (made for her first visit to her grandparents) had 
something to do with the baby’s death. While I am quite 
ignorant about autopsies, if I thought one could still be 
performed after an exhumation, I would have it now to 
convince my parents that our little baby could not have 
suffocated. I ask you, are they ever performed under such 
circumstances or as I fear would it be way too late to obtain 
significant results? 

Thank heavens for the work you are doing. Thank you 
for being there for all parents who need you. I feel that I 
can now get through another day.” 


“T need your help. My 2-month-old daughter has died and 
I love her very much. It was our first child. She was born 
on January 31—she died April 1. 

My baby—I carried her for nine months. She weighed 
8 pounds 21⁄2 ounces, she never lost any weight she gained. 
When she died she weighed 14 pounds and was very happy. 
She ate good, slept good. 

Our family got the flu. I was wondering if my baby could 
of gotten the flu without anyone knowing about it. The only 
thing that happened was that I did not realize ’til she died 
that for three days before she died she slept two days and 
I had to wake her up to feed her. Then the next day she was 
all right. That night I gave her supper then I put her to 
bed. She seemed restless but everybody told me that lots of 
babies do cry all night and are all right. Well, I picked her 
up and rocked her to sleep. She was breathing okay. She 
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didn’t act like she had a cold or anything. The next morning 
she was dead. 

Now I am a nervous wreck. I don’t care if I live or not. 
The man that checks dead people said there was no sense in 
doing anything to her because they won’t find anything. 
I am heartbroken. 

What I want to know is do you have any idea what could 
have been wrong with her? They told me it might be crib 
death—what is that—I don’t believe that my baby or any 
baby could die from nothing. 

We want to have more children but I am scared to 
become pregnant because I am afraid it will happen again. 
I just can’t take it anymore. I am on nerve pills. I keep 
hearing her crying. I don’t feel like seeing my friends be- 
cause when I do I don’t know what to say to them. I need 
your help. I am going to end up in a mental hospital if I 
don’t get some help from someone soon. I am so lonely.” 


“T am very interested in helping your organization with 
public awareness on the different aspects of Sudden Infant 
Death. 

I have followed the Senate investigations through the 
news media. But I want to do something about it! Be an 
active participator. Possibly my circumstances will be dif- 
ferent. 

My first son (my only son) was born in 1966. He weighed 
7 Ibs. 8 oz., was 21” long and was just fine. A week later, 
my neighbor gave birth to a girl, it was a joke of how they 
would probably be sweethearts. Both babies prospered. 
Three months later, my girl friend’s baby was found dead 
in her crib. A victim of crib death. I was so stunned I 
couldn’t think of words to comfort the parents, who were 
my friends. 
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At home, no one talked much about the “lost baby” but 
rather of the parents. 

On Sunday, a week later, we all slept late. I got breakfast 
ready and went upstairs to get the children. My daughter, 
age 15 months, was wide awake in her crib; I glanced over 
at my son’s crib and he was still sleeping. I brought my 
daughter downstairs and put her into her high chair, set her 
breakfast in front of her and went to get my husband up. 
He sat down at the kitchen table, I poured him coffee and 
went upstairs to bring my son down. I looked at him and 
he seemed so peaceful. I began to pick him up and his hand 
was limp. I looked at his face—one side was white, the 
other was blue. I screamed for my husband and we shook 
him and nothing! I ran downstairs and called the police. 
(At the time, we lived in a small town of 1500 people.) 
I ran outside to get a neighbor to care for my daughter, as 
the police car pulled in. 

The policeman didn’t ask me any questions. He picked 
up my son, and laid him on the sofa and began to give him 
mouth-to-mouth resuscitation. The police chief then came in 
and asked us for our pediatrician’s name and phone number. 
The doctor was in a town some 15 miles away and of course, 
no one could reach him. There were 3 doctors in our town 
but none of them would come to the house. The chief called 
for an ambulance with first-aid team. It took half an hour. 
As they pulled in with their oxygen, I had hope. The police 
chief asked us a few questions regarding the health of the 
baby and the circumstances regarding him and how I found 
him. I was terrified, I answered the questions, but I knew 
they would think I did something to him. 

The oxygen brought color into his face and I felt sure he 
would live. The ambulance men were going to take him to 
the nearest hospital which is 18 miles away, as there would 


Po 


18 WHY DID MY BABY DIE? 


be a doctor there. Just as they carried him out to the am- 
bulance, our family dentist, who lived 2 houses away came 
over with a bag to see if he could help. He was the only 
doctor willing to try, and he advised us to go to the hospital. 

As we got to the emergency room door of the hospital, 
we could see the ambulance backing in. The available doctor 
wouldn’t even allow my son into the hospital. He examined 
him quickly in the ambulance, said he was ‘sorry’ and said 
he had been dead quite awhile. I never saw my son again. 

The police asked us a few more questions as to where we 
wanted the body taken, etc. and the rest was all routine. 

Two weeks later, a baby at the other end of town died 
the same way and the three babies are all buried together. 

I couldn’t really thank the police for their help. They 
were wonderful. But the doctors involved, as well as the 
pathologist, and the medical examiner should have been 
brought before some board of inquiry as to why they 
wouldn’t come to our house and why they kept questioning 
over and over again. 

It took me five years to decide to have another baby; 
plus I left my husband. We kept blaming each other and it 
got worse. I remarried and had another baby girl. The first 
three or four months were hard. I couldn’t bear to go into 
her room and check on her. I also had a pediatrician who 
would come to the house. I moved to a large city and I am 
5 minutes from 2 hospitals. 

Even though I’ve changed my entire life style, I still have 
the nightmares and the eerie feeling in my heart. If I only 
knew why. How could this happen? What causes this? 

Please help me to get involved in this. Is there a group in 
my town formed of parents who have lost babies this way? 
What can be done?” 


MI 


THE HISTORY OF SUDDEN 
INFANT DEATH SYNDROME 


“And this woman’s child died in the night be- 
cause she overlaid it—and she rose at midnight 
and took my son from beside me, while thine 
hand maid slept and laid it on her bosom and laid 
her dead child on my bosom.” 


I Kings 3:19,22 


Crib death has been with us since antiquity, but disguised 
under a variety of names and surrounded by mystery and 
superstition. In fact, it was not until 1969 that the term 
“Sudden Infant Death Syndrome” began to be applied to 
what was finally recognized by scientists as a distinct disease 
entity. 

In biblical times sudden infant deaths were attributed to 
“overlaying.” At the time it was common practice to put 
small babies to sleep in the same bed with their parents, 
siblings or a nurse. It was a widely held belief that infants 
suffocated when an adult or older child rolled over on them 
during sleep. If the Bible had recorded the complete con- 
versation of King Solomon and the two women who both 
claimed the surviving infant, perhaps his wisdom might 
have comforted parents through the ages. We only know 
that he suggested the infant be cut in half and that it was 
restored to its rightful mother when she offered to give up 
the claim rather than see the child harmed. We are not told 
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what happened to the mother whose child was “overlaid,” 
but it is safe to assume that her life was not easy. 

Prior to the 19th century, and indeed, well into our own, 
sudden deaths of infants were not viewed with any particu- 
lar alarm. Smallpox, diptheria, scarlet fever, cholera, whoop- 
ing cough, and other diseases took their toll of all ages; 
small children were merely considered particularly vulnera- 
ble. It was not until the middle of the 19th century that 
crib death even began to be considered as a separate medical 
problem. 

In an 1893 edition of the Edinburgh Medical Journal, 
Dr. Charles Templeman, a Scottish physician, reported a 
study of 399 cases of sudden infant deaths over a ten year 
period in the city of Dundee, Scotland. As a police surgeon, 
Templeman, personally examined 258 of the children who 
died unexpectedly in that industrial city with a population 
of over 150,000. He ascribed the cause of death to suffoca- 
tion and suggested these deaths tended to be confined to the 
lower classes, “. . . parents were of dissipated and dissolute 
habits, living amidst squalor and filth. . . .”” He believed the 
principal causes of this sort of death were “. . . ignorance, 
and carelessness of mothers, drunkenness, overcrowding and 
illegitimacy.” Templeman strongly believed these infant 
deaths could be prevented and that the responsibility should 
be placed on someone, with criminal charges being brought 
against the parents. He proposed a modification of a 13th 
century German law which prohibited adults and older chil- 
dren from sleeping in the same bed with children under the 
age of two. 

Dr. Templeman performed postmortem examinations on 
a minority of the 258 infants. His findings, though, appear 
to be consistent with those of present day pathologists: 
“. , . fluid condition of the blood . . . small punctiform hem- 
orrhages observed beneath the pleura and pericardium; 
larynx, trachea and bronchi were, as a rule, congested.” 
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Unfortunately, the theories of Templeman persisted well 
into our own century despite a very large logical inconsis- 
tency. Were crib death due to suffocation, one would expect 
the tiniest and weakest of babies to be the most vulnerable. 
Such was (and is) not the case; babies in the first few 
weeks of life are generally spared, with the peak incidence 
of crib death occuring between the second and fourth 
month of age. 

Another theory which was widely believed, and regret- 
tably still convinces the uneducated, is that of aspiration of 
stomach contents, babies “choking on their milk.” It is not 
hard to understand why this “aspiration theory” was so 
popular. After a person dies, from whatever cause, the 
muscles controlling the inner organs (sphincters) relax, in- 
cluding the sphincters of the digestive tract. If a person is 
lying down, any food present in the stomach flows back up 
into the mouth and into the breathing tubes of the lungs. 
Thus little babies who die commonly have milk curds dis- 
tributed through their lungs. It is then understandable why 
an uninformed person may believe that milk in the lung was 
the cause of death. 

With the appearance of medical journals sudden infant 
deaths are frequently mentioned. An 1842 American Jour- 
nal of Medical Science article proposed the theory of the 
enlarged thymus as an explanation for these deaths, previ- 
ously ascribed to suffocation. While the theory later fell into 
disrepute, it did serve to lay the blame on a medically diag- 
nosable condition, thereby shifting the responsibility from 
the parents. It again became popular in the 1930’s among 
the “modern” doctors, who used the impressive term “status 
thymicolymphaticus” to describe crib death. Again their 
observations were correct and the reasoning wrong. 

The thymus gland, now known to be important in the 
development of the child’s immune defense system, is at its 
largest during the first six months of life. It is a gland that 
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overlies the heart and windpipe, contains much fat, and 
shrinks very rapidly during periods of severe illness or mal- 
nutrition. The vast majority of babies who died during the 
first year of life, were either malnourished or had severe ill- 
nesses. At autopsy, their thymus glands were small. In con- 
trast, children dying suddenly and unexpectedly were found 
to have much larger thymus glands. Again it was believed 
that the “enlarged” thymus had somehow compressed the 
heart and lungs causing the death. Medicine in the 1930’s 
did not see that it was the large thymus glands that were 
normal and the small ones that were abnormal. So sure 
were some doctors of this theory, that it became common 
practice for normal infants to be x-rayed to see if their 
glands were “enlarged.” Infants with glands thought to be 
too large were given x-ray therapy to shrink the gland as a 
preventative measure against crib death. Sadly, the dangers 
of radiation were not appreciated at that time, and a goodly 
number of the youngsters who were given this treatment 
developed cancer of the thyroid in later years. 

The major reason for the dearth of knowledge about crib 
death was simply the lack of organized research efforts de- 
voted to the subject. Research is not easy. Contrary to pop- 
ular image, rarely does it involve geniuses waiting for apples 
to fall on their heads. Flashes of inspiration are not enough. 
Research is an organized search for knowledge. Creativity is 
finding productive methods whereby problems can be stud- 
ied. Too many “Walter Mittys” want to perform armchair 
research, and hope that lightning will strike. The public 
hears much about spectacular breakthroughs, and little about 
the years of painstaking background work leading up to 
them. 

Also, talent and the problem had to be brought together. 
The people most capable of performing scientific work sim- 
ply were unaware of the existence of the problem of crib 
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death. Some of the great discoveries in medicine have come 
about because the curiosity of talented scientists were 
aroused by the problems they saw in hospitals. Crib death 
victims did not go to hospitals, or if they did, it was only 
to be pronounced dead in an emergency room and then trans- 
ferred quickly to a local morgue. They were little seen, and 
even less heard by the group who could have helped most. 

There were a few voices in the wilderness. While crib 
death was a problem remote from doctors and hospitals and 
medical schools, it was well known to the fellow working in 
the county morgue. The overworked and underpaid coroner 
and medical examiner offices must be credited with finally 
setting crib death research on the right path to solid answers. 

It all began with a series of papers from the office of the 
Chief Medical Examiner in Queens, New York, between 
1942 and 1953. Drs. Werne and Garrow presented strong 
evidence to suggest a natural and probably inflammatory 
mechanism as a cause of sudden infant death. They thor- 
oughly discounted the “prevalent suffocation theories.” 

Dr. Clara Raven, working in the office of the Wayne 
County Medical Examiner in Detroit, also found inflamma- 
tory changes in the lungs and suggested the possibility that 
viruses were involved in the crib death process. 

Then a notable paper appeared in the Journal of Pedi- 
atrics in 1945 written by Dr. Paul V. Wooley, a pediatrician 
at the University of Oregon who later moved to the Chil- 
dren’s Hospital in Detroit. Wooley was skeptical of the 
prevailing suffocation theory and made a study that is prob- 
ably impermissible today amidst the tide of controversy 
about “human experimentation.” He attached a photoelec- 
tric cell to the ear lobes of several infants, a procedure 
which measures the amount of oxygen in the blood. He then 
tightly covered their faces with blankets while they were 
asleep. He found not only that the babies continued to sleep, 
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but that the oxygen concentration in their blood remained 
perfectly normal even while they were breathing through 
bed clothes. Dr. Wooley proved conclusively that it is im- 
possible for a normal child to smother in his bed clothes. 


IV 


CRIB DEATH RESEARCH 
BECOMES RESPECTABLE 


“Tt seems probable that at least in most instances 
these deaths do represent a single disease entity. 
The bulk of them are due to a single pathologic 
mechanism. Progress towards the discovery of the 
mechanism would seem to require at the outset 
recognition of the scope of our present ignorance.” 


Maria A. Valdes-Dapena 

The Scope of Our Ignorance 
Pediatric Clinics of North America 
August 1963 


If the modern era of crib death research started in the 
forties and fifties, it still remained outside the regular chan- 
nel of scientific activity until the 1960’s. The First Inter- 
national Conference on the Causes of Sudden Death in 
Infants in Seattle in September of 1963 marks the point 
when crib death research finally became respectable. With 
a full dose of cynicism intended, it seems safe to surmise 
that the subject might not have been discussed at a scien- 
tific meeting until the year 2063 had not a small band of 
bereaved and militant parents stood up and demanded action. 
Change was prompted by individuals, rather than by organ- 
izations. Mary and Fred Dore were two of those dedicated 
individuals. 

State Senator and Mrs. Dore live in Seattle, Washington. 
They lost their fourth child, a three-month-old-daughter, to 


25 


26 WHY DID MY BABY DIE? 


crib death on September 8, 1961. Her case was like so many 
others. The baby had been fussy the night before and Mary 
had been up several times in the night tending to her. She 
was rushed to the County hospital and pronounced dead on 
arrival. An autopsy was performed and “acute pneumonitis” 
listed on the death certificate. The coroner spent some time 
explaining “acute pneumonitis” to the parents, telling them 
it was a catchall phrase to include the sudden and unex- 
pected deaths of previously healthy infants. In the course of 
their conversation, the coroner told the Dores that he’d seen 
30 to 50 such cases every year in the Seattle-King County 
area. Fred and Mary had heard vaguely of crib death before, 
but were shocked to learn of its prevalence in their own 
community. They worried about the term “pneumonia” on 
the death certificate, but were assured that the physicians 
and medical examiners just didn’t know what else to call it. 

As the months passed, Mary read the obituary columns 
almost daily and heard about six to eight other families who 
had lost their babies in a similar manner. She wrote or called 
many of the mothers and began collecting newspaper and 
magazine articles on the Sudden Infant Death Syndrome. 
Through her pediatrician, Dr. Robert Polley, she learned 
that the Washington State Medical Association had a special 
committee of physicians committed to finding some answers 
to this problem. She learned that the committee was meeting 
regularly, but had no plan or particular direction. 

Along with a few other concerned parents, Mary organ- 
ized a meeting with these doctors. As a first step, the physi- 
cians’ committee felt it was imperative to have all the infants 
autopsied in one central location. A problem of insufficient 
funds for transporting infants from different parts of the 
state to one place arose. 

It occurred to Fred Dore that the problem could be solved 
through an enabling law in the state legislature. A figure of 
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$20,000 for the first year was projected as a realistic amount 
to enable the program to get off the ground. The group rec- 
ognized they would need the help and support of the County 
Coroner, Mr. Leo Sowers, under whose jurisdiction autop- 
sies in King County were performed. Because Senator Dore 
and Mr. Sowers belonged to opposing political parties, Fred 
felt he would have to tread very carefully and diplomatically 
when approaching the coroner for his support. Unknown to 
the Dores, Mr. Sowers and his wife had lost a baby to SIDS 
several years earlier and it did not take long for the two 
men to become allies in the effort to pass the necessary leg- 
islation. 

Senator Dore set to work immediately at the state capitol 
in Olympia, picking up co-sponsors for his bill, which came 
to be designated SB180. Mr. Sowers lobbied for the legisla- 
tion on the Republican side of the aisle and Senator Dore on 
the Democratic side. The most effective lobbying, however, 
was directed by Mrs. Dore and Mrs. Sowers—towards the 
wives of the legislators. The original bill was amended to 
include children up to the age of three years and the Uni- 
versity of Washington hospital was the obvious location for 
the performance of the autopsies. The bill passed the State 
Senate, but was held up for a time in the House Rules Com- 
mittee. For a time it appeared as if SB180 would die in the 
1962-63 legislative session, but Fred, as Chairman of the 
Appropriations Committee, was able to push his bill through 
the Rules Committee. 

On March 11, 1963, the day before the Dores’ next child 
was born, SB180 passed the Washington State Legislature. 
The bill, as originally passed, directs that all babies under 
three years of age, dying suddenly, “... when in apparent 
good health without medical attendance with 36 hours pre- 
ceding death” be autopsied through the facilities of the 
University of Washington School of Medicine. It requires a 
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coroner’s autopsy, “where death results from unknown or 
obscure causes.” 

Coroners throughout the state were given the jurisdiction 
to transport bodies of children under three years of age to 
the medical school for autopsy to determine the cause of 
death. The $20,000 appropriation passed and was to cover 
the cost of the autopsies. Subsequently, the location for the 
performance of the autopsies was moved to the Children’s 
Orthopedic Hospital and Medical Center, a hospital affiliated 
with the University of Washington. Mary Dore did not con- 
fine her lobbying to legislatures or legislators’ wives. Even 
before the bill was introduced, she descended upon the 
University of Washington Medical School. Her pleas fell 
upon receptive ears. Studies were begun by Dr. Warren 
Guntheroth, a pediatric cardiologist, and Dr. Donald Peter- 
son, the epidemiologist for the Seattle/King County Health 
Department, who also taught at the medical school. Mary’s 
most important convert was the Chairman of the Pediatrics 
Department, Dr. Robert Aldrich, who early in 1963 was 
designated by President John F. Kennedy to be the first 
Director of the newly created National Institute of Child 
Health and Human Development (NICHHD). When Ald- 
rich moved to Washington, D.C. he took with him another 
Seattle pediatrician, Dr. Gerald LaVeck, who was to succeed 
Aldrich as the second director of NICHHD. 

Seattle was thus the logical meeting ground for scientists 
from around the world to discuss the problem of the Sudden 
Infant Death Syndrome. NICHHD provided the funds for 
the meeting, which was chaired by Dr. Ralph Wedgwood, 
chairman of the Pediatric Department, and Dr. Earl Benditt, 
chairman of the Pathology Department—both of the Uni- 
versity of Washington. 

The purpose of the meeting was twofold: to examine crit- 
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ically what was then known about sudden death in infancy 
and to recommend pathways of research that needed to be 
explored to find definitive answers. The conference was 
remarkably successful in meeting both objectives; the pro- 
ceedings were printed and distributed by the National Insti- 
tutes of Health. SIDS research had moved from the county 
morgue to research laboratories. A tiny snowball had begun 
to roll. 

An important question that could not be resolved at the 
1963 conference was whether the stricken infants were vic- 
tims of a single disease process or whether they were dying 
coincidentally of several different diseases. It was the unani- 
mous feeling of those present that more precise studies to 
define both the epidemiology and pathology of sudden infant 
death were needed. The answers to these questions were 
available by the time the Second International Conference 
was held in 1969. 

Again the Second Conference took place in Washington, 
this time at an old hotel in the picturesque San Juan Islands 
about 90 miles north of Seattle. This location was chosen 
so that the scientists would be free of city-life distractions 
and able to completely immerse themselves in the subject 
for two and a half days. The National Institute of Child 
Health and Human Development again provided funds for 
the conference as well as for publication of the proceedings 
by the University of Washington Press. 

The 1969 Conference co-chairmen were Drs. Bergman 
and Beckwith who had come to Seattle in 1964; they were 
joined in editing the proceedings by a third colleague, Dr. 
C. George Ray, a virologist, who joined the Seattle research 
team in 1967. The focus of the Conference was on work 
that had been accomplished between 1963 and 1969. 

The opening talk, Progress in Sudden Infant Death Re- 
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search, 1963-69, was given, fittingly, by Dr. Marie A. 
Valdes-Dapena* of Philadelphia, who was accepted as the 
most impeccable source of scientific information on crib 
death. 

In her talk, Dr. Dapena listed nine new theories that had 
been proposed to explain crib death since the 1963 confer- 
ence. They were: stress, adrenal hormone imbalance, mineral 
imbalance, abnormal reflex of the cardio-vascular system, a 
deficiency of the parathyroid gland, bacterial infection, spinal 
cord bleeding due to “whip lash” injury, infanticide (a New 
York psychiatrist actually wrote a paper in 1968 suggesting 
that crib death was due to depressed mothers killing their 
babies) and obstruction of the nasal passage due to mucus. 
All of these proposed theories, with the exception of the 


* “Molly” Dapena, as she’s know to her colleagues, is the world’s 
most respected authority on Sudden Infant Death Syndrome, and a 
most remarkable woman. Dr. Dapena has spent the past 15 years trying 
to unravel the mystery of crib death. In the process, she’s examined 
and critically evaluated most of the prevailing theories about the 
syndrome, discarding some along the way and continuing to research 
others. 

Dr. Dapena is an associate professor of pathology at St. Christo- 
pher’s Hospital for Children in Philadelphia and teaches pediatric 
pathology at nearby Temple University Medical School. Married 28 
years to Dr. Antonio Valdes-Dapena, Chief of Pathology at the Uni- 
versity of Pennsylvania Graduate Hospital, the two doctors are the 
parents of 11 children. Dr. Antonio, in addition to being a dis- 
tinguished scientist, is an accomplished linguist. Together, the two 
have familiarized themselves with the entire world literature devoted 
to SIDS. Dr. Marie has had published a number of scholarly papers 
on the subject, among them, a review of the world literature from 
1954 through 1966, undertaken with the help of a grant from 
NICHHD. Dr. Dapena, busy as she is, serves as Chairwoman of the 
Medical Board of the National Foundation for Sudden Infant Death, 
Inc., as well as vice-president and trustee of the organization. The 
National Foundation (for SID) has maintained high standards for 
scientific inquiry because of the involvement of Dr. Dapena. Her 
reputation for integrity and the respect with which she’s held by the 
medical community is unimpeachable. 
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last one (proposed by Dr. Edward Shaw of San Francisco), 
were convincingly disproved. Several other theories will be 
discussed shortly. Part of the conference was devoted to 
sessions on terminology and definition. One entire session 
was devoted to the question of terminology. Dr. Beckwith 
proposed the adoption of the term. Sudden Infant Death 
Syndrome for the phenomenon previously called crib death, 
cot death (in Great Britain), Sudden Unexpected Death or 
Sudden Unexplained Death: 


Those of us in this room have applied a great many 
names to this entity. Yet the terms we use are sufficiently 
alike that one might hope that some sort of consensus 
might be achieved. The need for this is perhaps self-evident. 
It would be a good thing indeed if, in future publications, 
in naming of parent groups and in discussing this with the 
lay press, the same name could be used. 

A good title for this entity should be short and euphoni- 
ous, sufficiently descriptive to prevent confusion with other 
types of sudden death, and readily comprehensible to lay 
persons. 

Since the 1963 conference, we in Seattle have favored 
the term “Sudden Death Syndrome.” This has the impor- 
tant virtue of communicating to the medical profession the 
concept that this is, in fact, a distinctive clinicopathological 
entity. The word “syndrome” also combines well with 
modifiers to form a collective noun and hence provides a 
better name for a disease entity than, for example, “Sudden 
Unexpected Death in Infancy.” The latter is a fine name 
for a paper, but not for a disease. The advantages, how- 
ever, are at least partially negated by the fact that the word 
“syndrome” is not in the vocabulary of most lay persons. 
I personally feel the term “Sudden Death Syndrome” 
should at least be amplified to include the word “infant.” 
The reason for this is that a number of syndromes of sud- 
den death occur at different ages, and papers entitled 
“Sudden Death Syndrome” alone could refer to any of 
these. 
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The popular term “Sudden Unexpected Death” has the 
important disadvantage of embracing unexpected death due 
to a variety of clearly defined diseases. 

I should therefore like to cast my vote for the term 
“Sudden Infant Death Syndrome (SIDS)” as the best of 
many possible expressions for this entity. 


Although this proposal was not unanimously accepted at 
the conference, the term “Sudden Infant Death Syndrome” 
has taken hold and is in general use among physicians. 

Definition proved to be a far more vexing problem than 
terminology. Previously crib death had been a “diagnosis of 
exclusion,” meaning that it could only be diagnosed when 
the possibility of all other diseases had been excluded. Con- 
sidering the new evidence that had been accumulated since 
1963, the seven pathologists present at the conference met 
separately from the rest and came forth with the criteria 
needed for a positive diagnosis of SIDS. 

An acceptable definition of the Sudden Infant Death 
Syndrome was established to be “the sudden death of any 
infant or young child, which is unexpected by history, and 
in which thorough post-mortem examination fails to dem- 
onstrate an adequate cause for death.” 

One of the central problems was in the last clause of the 
definition as a “thorough post-mortem examination” was 
open to considerable discussion. Beckwith set forth his con- 
cept of a minimal acceptable work up: 


1. Adequate history. 

2. Gross examination, including thorax, abdomen, brain, 
entire larynx and spinal cord. 

3. Blood culture. 

4. Histological examination, including: brain, heart, 
lungs, liver, kidneys, and other organs as indicated by 
nos. 1 and 2 above. 
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5. Ancillary studies (toxicological, chemical, special cul- 
tures, virological studies, and so forth) as indicated 
by results of above. 

6. Counseling of family. 


After additional consideration, Beckwith’s proposal was 
accepted with modification. It was felt that neither gross 
examination of the spinal cord nor blood culture, albeit 
desirable, would be essential for the inclusion of patients in 
certain studies. Crib death had become a disease. 


Vv 


DEFINING SUDDEN 
INFANT DEATH SYNDROME 


“One of the more difficult and controversial 
problems in this subject is that of definition. As 
is often the case with diseases or syndromes, a 
rigid definition is neither possible nor even appro- 
priate until the etiology and pathogenesis are 
understood.” 


J. Bruce Beckwith, M.D. 

The Sudden Infant Death Syndrome 
Current Problems in Pediatrics 

June 1973 


Crib death had finally come to be considered a disease. 
The remainder of the 1969 conference was devoted to ses- 
sions on its epidemiology, pathology, virology and physi- 
ology. Drawing from the basic knowledge presented at that 
conference, along with subsequent developments, we now 
turn to a description of SIDS. 


EPIDEMIOLOGY 


It is the function of epidemiology to describe the various 
outward characteristics of a disease. SIDS has remarkably 
consistent characteristics as ascertained by comparing stud- 
ies from different parts of the world. Good epidemiologic 
studies have been conducted in Philadelphia, Cleveland, 
Seattle and San Diego in the United States; in Ontario, 
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Canada; Brisbane, Australia; Prague, Czechoslovakia and in 
Northern Ireland. Everywhere the picture is similar. 

In describing the epidemiological characteristics of SIDS, 
the words “common,” “frequent,” “usually,” are often 
used. The reader is advised to interpret them in a statistical 
sense. For example, SIDS is more apt to occur in a black 
premature baby at three months of age. It is less apt to 
occur in a full term white baby at eight months of age. This 
doesn’t mean it won’t happen to such a baby; it just means 
when the entire population of babies are taken into account, 
the odds make the occurrence more frequent in some than 
in others. 

This point is stressed because of the numerous calls and 
letters received from parents who feel their babies may 
have been abnormal or “freakish” because they didn’t fit 
into the most common pattern. Naturally a baby is an indi- 
vidual and not a statistical figure to his parents. Even though 
SIDS is rare after one year of age, it does occur. And to the 
family of the victim, the event is as real and horrible as to 
the family of a three-month-old victim. Statistics are valu- 
able only when interpreted properly. 


INCIDENCE 


According to the epidemiologic studies mentioned above, 
the incidence of SIDS varies between 1.5 and 3 per 1000 
live births, averaging around 2.3. This means that roughly 
one out of every 350 babies born into this world is destined 
to die of SIDS. The incidence does not appear to have 
changed over the years, though this is difficult to determine 
with certainty because SIDS was called by so many differ- 
ent names in the past, and still is. It is also not possible to 
relate the incidence in developing countries because rela- 
tively few infants who die are autopsied. 
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How many babies die of crib death every year in the 
United States? The exact number is not known since SIDS 
has not been a “reportable” illness as defined in the Inter- 
national Classification of Diseases used by vital statisticians. 
Furthermore, the disease is called by so many different names 
on death certificates, it would be impossible to collect accu- 
rate statistics. For example, a great many pathologists use 
the term “interstitial pneumonia” to describe a typical case; 
under procedures of the Bureau of Vital Statistics reporting, 
such cases would be entered under “Respiratory Illness, 
pneumonia.” At the time of the 1963 conference, therefore, 
participants could only “‘guesstimate” the number of yearly 
cases, and that figure ranged anywhere from ten thousand to 
twenty-five thousand yearly in the United States. 

In succeeding years, sophisticated epidemiologists turned 
their talents towards finding more precise answers. One of 
these was Donald Peterson, then epidemiologist for the 
Seattle-King County Health Department, and now Professor 
of Epidemiology at the University of Washington School of 
Public Health and Community Medicine. Peterson found 
that even if the terms “SIDS” or “crib death” did not 
appear on death certificates, it was still possible through cir- 
cumstantial evidence to isolate the number of children in a 
community dying of SIDS. He did this by reviewing all 
infant deaths in the community between the ages of one and 
twelve months that did not occur in the hospital or under 
medical observation. He sought all stricken children who 
had had no prior illness and were pronounced dead at home 
or upon arrival at a hospital emergency room. By this method 
Peterson came up with the incidence figure of 3.2 per thou- 
sand live births. 

How accurate was this “rough” study utilizing only death 
certificates instead of a personal study of each case? Several 
“tight” epidemiologic studies were then conducted, the most 
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extensive being in Belfast, Northern Ireland by Doctors 
Peter Froggat and T. K. Marshall, and in Seattle by Doc- 
tors Bergman, Beckwith, and Ray. A “tight” study meant 
that every single infant death in the community was closely 
monitored by the study team. For instance, if a physician 
chose not to report a case to the coroner, signed the death 
certificate himself and diagnosed pneumonia, this sequence 
of facts was picked up through a review of all death certifi- 
cates, and the physician was questioned about the circum- 
stances of death. 

The total number of cases of SIDS, then, can best be 
related to the number of live births in a given community. 
The incidence figure—between two and three per thousand 
live births—seems to be consistent wherever good epidem- 
iologic studies have been done. In the past, we have used 
the figure ten thousand infants per year dying of SIDS in 
the United States. The figure was derived by multiplying 
every thousand babies born by the figure 2.5. Since the birth 
rate in the United States has dropped rapidly in the last 


THE MonrHs OF BIRTH OF 309 Cases oF SIDS 
IN KING COUNTY DURING SIX-YEAR PERIOD 
(1965-1971) COMPARED WITH THE AVERAGE 
TOTAL NUMBER OF BIRTHS BY MONTH 
IN KING COUNTY IN SAME TIME PERIOD 


Months of Birth 
Jan Feb Mar Apr May June 
SIDS Cases 29 22 14 19 18 23 
Monthly 
Average of 
Total Births 1,460 1,446 1,635 1,547 1,619 1,586 
Months of Birth 
July Aug Sept Oct Nov Dec Total 
SIDS Cases 28 36 27 39 38 30 309 
Monthly 
Average of 


Total Births 1,630 1,625 1,611 1,603 1,529 1,659 18,950 
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several years, the total number of deaths is now lower. In 
1973 therefore, we estimate that approximately seven thou- 
sand five hundred babies will die of SIDS—still an enormous 
toll. 


AGE DISTRIBUTION 


One of the most striking and puzzling features of SIDS 
is the characteristic age distribution. As mentioned previ- 
ously, the very youngest infants are spared. In the Seattle 
series of over 500 cases, the earliest that SIDS occurred was 
in an infant of 13 days. 

SIDS is often confused with the most common affliction 
of the newborn period, Respiratory Distress Syndrome, also 
known as hyaline membrane disease. This entity is the larg- 
est cause of death in infancy which characteristically affects 
the breathing of tiny premature infants a few hours after 
birth. Incidence of SIDS, on the other hand, occurs between 


SIDS cases 
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The age distribution of 1970 cases of SIDS, 
January 1, 1965-September 1, 1968. 
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10 and 16 weeks. It is rare after six months, and exceed- 
ingly rare after one year of age. 


This is what Dr. Beckwith says about SIDS in the older 


baby: 


2 4 6 8 10 12 14 16 18 20 22 24 26 28 30 32 


SIDS is a disease that most commonly strikes between 
two weeks and six months of age, with a peak incidence 
between two and three months. However, the age distri- 
bution curve is a typical bell-shaped one, with occasional 
cases occurring as early as the first few days of life, or 
beyond the age of 12 months. About ninety percent 
(90%) of cases occur in the first six months, with most 
of the remainder occurring before the first birthday. As 
with any entity, however, there are exceptions. ‘Classic’ 
SIDS is known to strike infants beyond the age of one 
year. It is particularly desirable that a complete post- 
mortem examination be done in children over a year to 


Age in Weeks 


Studies of SDS are pinpointing certain epidemiologic 
“Constants.” Most distinctive is the age distribution. The 
syndrome almost never strikes infants under two weeks or 
over eight months old. Peak incidence occurs between one 
and four months. 


34 
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confirm the diagnosis, since the likelihood of other condi- 
tions such as heart disease or meningitis is greater in this 
group. If the disease and pathological findings are com- 
patible with SIDS, that diagnosis is reasonable for the rare 
child that does die in the second year. Just because the 
event occurs rarely, it is every bit as real to the family of 
an ‘older’ SIDS victim as it is to the family who loses an 
infant in the most frequent age group. Because the ‘older’ 
victim has lived with his family longer, and because SIDS 
literature stresses incidence in the younger age group, 
grief-guilt feelings of parents may be unusually intense. 
Special counseling efforts are therefore indicated to con- 
vince these parents that they were in NO way responsible 
for their child’s death. 


SEX 


About sixty percent (60% ) of SIDS victims are boys as 
compared to forty percent (40% ) girls. The fact that males 
are struck down more frequently is not unique to SIDS; it 
appears in many other diseases, like infections and accidents. 


SIDS 1n Kine County (JAN. 1965-SEPT. 1968) BY 
SEX AND RACE COMPARED TO TOTAL LIVE BIRTHS 


Rate/1000 
Race SIDS Cases Live Births Live Births 
Males 
White 87 34,447 2.53 
Black 8 1,629 4.91 
Oriental 2 577 3.47 
Others* 4 803 4.98 
Total Males 101 37,554 2.69 
Females 

White 50 32,664 1.53 
Black 8 1,638 4.90 
Oriental 2 577 3.47 
Others* 10 828 12.08 
Total Females 69 35,761 1.93 


Overall rate of SIDS/1000 live births 170/73,315=2.32 
* Mostly Indian. 


Percent of cases 
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In terms of susceptibility to disease, females seem to be the 
stronger sex. More male babies are born into the world and 
more females are left inhabiting it. Though no one knows | 
for certain the reason why, some geneticists speculate as 
follows: females possess two X chromosomes and males one; 
that is the basic biological difference between the sexes. It is 
thought that the X chromosome contains some protective 
mechanism against disease. The female, thus, would get a 
“double dose” of this protective material, leaving her better 
able to cope with the perils of our environment. 


BIRTH WEIGHT 


Babies born with a weight lighter than five pounds are a 
higher risk for SIDS; the smaller the baby, the higher the 
risk. There also seems to be a higher incidence of SIDS in 
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(166 SIDS—73,185 total births) 
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Weight (Ibs. ) 


The birth weight of 166 SIDS victims compared to other children 
born during the same time period, January 1, 1965-September 1, 1968. 
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twins or triplets. Whether this is due to the fact that they 
are the products of a multiple pregnancy or because they are 
usually low birth-weight babies is not known. 


SEASON 


The incidence of SIDS is usually lowest during the sum- 
mer months and highest during the late fall and winter. This 
distribution seems to coincide with the peak periods of res- 
piratory illness in a community for both adults and children. 
In Australia and New Zealand, where respiratory illness 
coincides with the cold season in summer, SIDS is also more 
frequent in the summer time. 


SOCIO-ECONOMIC CLASS 


Infants born into privileged surroundings are not spared 
by SIDS. The children of two Seattle physician families died 
in the past year. Nevertheless, SIDS definitely occurs more 
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1967 


total 18 9 15 12 12 5 8 7 11 15 14 13 139 
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The months of death of 170 SIDS cases January 1, 1965-September 
1, 1968 demonstrating seasonal variation. ®=1 case of SIDS. 
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frequently in families of lower socio-economic class. The 
incidence is also higher among minority groups such as 
blacks, American Indians and Mexican Americans—not be- 
cause of racial characteristics but because more of these 
families live in less fortunate circumstances. While the over- 
all risk of SIDS is one in every 350 babies, the risk to a 
black infant in an urban ghetto is in the order of one out 
of 80. 

Professor Josef Houstek of Charles University in Prague, 
has shown that SIDS correlates with infant mortality in 
general. Thus, in countries which have very low infant mor- 
tality rates, like Sweden and the Netherlands, SIDS is a 
much rarer occurrence. 


MIDNIGHT 


am. 
\ 4 


The times of day that 160 SIDS victims were discovered, January 1, 
1965-Septmeber 1, 1968, coinciding with hours of sleep. 
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SLEEP 


A distinctive feature of SIDS is that virtually every child 
is discovered lifeless. In the Seattle study, every single baby 
died during sleep. Any baby who showed signs of life and 
then died under observation was found at autopsy to have 
succumbed to some other disease. Does this mean that every 
baby who dies of SIDS must be asleep? No. Reputable 
pathologists have told us that they have studied the occa- 
sional child who died of SIDS while awake. However, the 
circumstance, is exceedingly rare. 

We have talked with parents who thought their babies 
were alive when initially found. But deeper probing revealed 
that they mistakenly took for signs of life phenomena that 
occurred after death; for example, blueness of the face, open 
eyes without signs of motion, apparent chest movement 
during mouth-to-mouth resuscitation. All of these are phe- 
nomena that occur naturally after death. 


FEEDING 


A great deal of emotion often accompanies discussions 
about infant feeding. There also is a renewed interest in 
nutrition in the United States exemplified by the multi- 
million dollar business done by the health food industry and 
the enormous sale of books on nutrition and health. It is not 
surprising therefore, that much attention has been directed 
towards the possible relationship between SIDS and feeding. 

Allergy to cow’s milk causing crib death was a very prev- 
alent theory in Great Britain during the 1960’s and still has 
some support, mostly in that country. The hypothesis origi- 
nally put forth by some eminent British immunologists was 
based on studies in rabbits. They observed that when milk 
was sprayed into the lungs of rabbits during sleep, a severe 
allergic reaction would result, terminating in death. They 
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theorized that some babies during sleep could regurgitate 
milk from their stomachs that could pass into the wind pipe 
and cause a similar fatal reaction. What made the milk 
allergy theory even more promising at the time was the 
finding that SIDS occurred only in babies fed with cow’s 
milk. Participants at the 1963 Seattle conference could not 
recall documented cases of SIDS occurring in breast-fed 
babies. 

A nutritional explanation for crib death, was and still is, 
abetted by another factor: wishful thinking. Would that it 
were true! If only some dietary lack could be found to 
explain SIDS, a supplement could be added and a DREAD 
DISEASE COULD BE PREVENTED. But reality has an 
ugly way of intruding on the world of make believe. Sadly, 
the milk allergy theory did not hold up. As a result of 
research conducted in the late 1960’s, it was found that the 
reason that fewer breast-fed babies die of crib death in the 
United States and the United Kingdom is that there are 
fewer babies fed by breast in those two countries. When a 
large enough population was sampled, it was found that 
there are wholly breast-fed babies who die of SIDS, as well 
as babies who are fed on goat’s milk, soy milk, and other 
cow’s milk substitutes. 

Lately some scientists have raised the possibility of SIDS 
being due to deficiencies in certain trace elements such as 
magnesium, calcium, selenium and Vitamin E. No confirma- 
tion has been found for any of these theories. We will dis- 
cuss the damage done by propagation of some theories in a 
later chapter. 


SLEEPING POSITION 


The possible relationship of a sleeping position is an 
example of how easy it is to be fooled by simple observa- 
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tions, without looking around to see what occurs in the 
normal population. In statistics this is called the importance 
of “normal controls.” At the outset of the Seattle study it 
was found that most of the crib death victims had been put 
to sleep on their abdomens. The investigators were so 
struck by this observation that they began to feel that babies 
put to sleep on their back might be protected against crib 
death. They felt that way until they asked local Seattle pedi- 
atricians to sample the mothers in their practices to see how 
they normally laid their babies down to sleep. It was found 
that eighty-five percent (85% ) of babies in the Seattle area 
were put to sleep on their abdomens or sides; less than fif- 
teen percent (15% ) were put down to sleep on their backs. 
When a greater number of SIDS cases had been accumu- 
lated, the same breakdowr ensued. In other words, about 
fifteen percent (15% ) of victims were put to sleep on their 
back, the same percentage as in the “normal” population. 
Also, in Great Britain, where babies are much more com- 
monly placed to sleep on their backs, the SIDS incidence is 
the same as in the United States. 


CLINICAL FINDINGS 
SIDS claims thin babies and fat babies, black ones and 


white ones, clean ones and dirty ones, those with diaper 
rashes and those with completely clear skin, those with colds 
and those in the peak of health, those who are loved and 
wanted, and those who are neglected and unwanted. The 
victims of SIDS do not show any characteristics that would 
distinguish them from the normal population of infants. 
Exhaustive studies have been done on the health of fami- 
lies, care and health of the mother during pregnancy, labor 
and delivery records, medical history during the weeks and 
months prior to death. Nothing that would point a finger at 
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any particular child as a potential victim of crib death has 
emerged from these studies. 

Just over half the babies who die seem to have slight 
colds, characterized by runny noses. This means that half of 
the victims don’t have colds. The typical story is that the 
infant is put down to sleep either at night or during nap 
time and discovered lifeless. A characteristic finding that we 
feel is an extremely important part of the puzzle is the 
apparent silent nature of death. Many, many parents re- 
ported finding their babies dead while sleeping in the same 
room or even the same bed, without hearing the slightest 
sound, 

Another common but not invariable finding is of apparent 
tumult in the bed. The baby who was laid down to sleep in 
the middle of the bed may be found wedged up in one 
corner with bedclothes in disarray. Often the bedclothes 
cover the face leading to the erroneous notion of suffocation. 

Two other findings are extremely frightening to parents 
when they come upon their lifeless child. Firstly, a bloody 
froth often comes out through the nose, and even stains 
the sheets. Many parents feel this represents internal bleed- 
ing. Actually, the froth is a result of “pulmonary edema,” or 
extra fluid that collects in the lungs and bubbles out through 
the wind pipe and nose. It is a characteristic feature of 
SIDS. 

Another common finding is apparent bruising on one part 
of the body, leading parents to feel that the child has been 
injured. This disturbing sign is due to the fact that as soon 
as a person dies, the blood stops circulating and settles down 
to the deep end and portions of the body. Therefore, if the 
body is lying sideways and the left cheek is against the bed, 
a large purple mark might be expected to appear in that area. 

Finally, the diaper of the baby is usually full of stool and 
urine, and at autopsy the urinary bladder is almost always 
empty. The Seattle research group used the disturbances 
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from the original sleeping position as evidence for a very 
brief but active, convulsive type movement occurring just 
seconds prior to death. 


PATHOLOGICAL OBSERVATIONS 


Like most pathologists, Dr. Bruce Beckwith is a careful 
observer. That characteristic after all is a hallmark of a 
pathologist’s trade; his job is to determine what in the body 
goes wrong to cause illness. In the early 1960’s, Beckwith 
was training to become a pediatric pathologist under the 
supervision of Dr. Benjamin Landing at Children’s Hospital 
in Los Angeles. Like many young physicians in training, his 
salary was small and he had a family to feed. He supple- 
mented his income and gained valuable experience by 
working part-time in the office of the Los Angeles County 
Coroner. Because of his interest in the pathology of chil- 
dren, Beckwith was given virtually all of the children’s work 
in the coroner’s office, which were mostly cases of crib 
death. So even before coming to Seattle to embark on a 
formal research program in SIDS in the middle of 1964, 
Beckwith had already studied over four hundred cases of 
SIDS in the L.A. County Coroner’s office. In so doing, he 
made an observation so fundamental that generations of 
future scientists may well look upon it as the turning point 
in understanding the mechanisms of SIDS. That observation 
involved the distribution of petechiae over the thymus gland. 

The thymus gland, as has already been described, is a 
fatty organ that lies over the heart and the great vessels in 
the chest cavity. It is relatively large in young infants. The 
thymus gradually atrophies in later childhood and is only a 
tiny structure by adolescence and adult life. While most of 
the thymus gland lies in the chest cavity, a tiny part of it 
extends up alongside a blood vessel into the neck. Petechiae 
are minute red dots caused by rupture of the tiniest of blood 
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vessels, called capillaries. These vessels can rupture from a 
variety of different reasons such as infection, allergy, or 
trauma. Pathologists had noticed the presence of petechiae 
over the thymus gland in SIDS cases for years but placed no 
particular significance on the observation. 

Beckwith, on the other hand, noticed that the petechiae 
were not distributed evenly over the gland. There is a 
heavier concentration of these small red dots in the lower 
portion of the gland located in the chest, while the portion 
extending into the neck is relatively spared. 

Taken by itself the observation is probably meaningless. 
However, there are other pathological features of interest. 
As mentioned previously, the urinary bladder and bowel are 
usually empty. The lungs are filled with a bloody fluid ( pul- 
monary edema) causing them to weigh more than twice 
normal at autopsy. Interesting but nonspecific (it appears in 
other disorders) is the finding that the blood does not clot 
after death, as it usually should. 

Finally, and extremely important in making a diagnosis of 
SIDS, no other lesion sufficient to cause death should be 
present on post-mortem examination. In ten to fifteen per- 
cent of babies who die suddenly and unexpectedly, an ex- 
plained cause will be found other than SIDS. This is one 
reason it is important to obtain autopsies in all cases of 
sudden unexpected infant death. Other conditions that can 
cause infants to die suddenly and unexpectedly are over- 
whelming bacterial infection, inflammation of the heart 
muscle, and bleeding within or around the brain. 


DIFFERENTIATION BETWEEN SIDS AND 
CHILD ABUSE 


It is important at this point to bring up the subject of 
child abuse or, as it is more popularly called, the “battered 
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child syndrome.” Child abuse is similar to crib death in that 
only in recent years has the extent of the problem become 
known to both the medical profession and the public. Also, 
like SIDS, community-wide programs are required to deal 
with the problem; no one profession or agency can handle 
it alone. On the other hand, it is crucial to recognize that 
SIDS and the battered child syndrome are two different 
entities that can be readily distinguished by competent med- 
ical authorities. Parents of crib death victims have suffered 
through the ages from accusing fingers pointed at them. 
Ironically, public awareness of the battered child syndrome 
is making the plight of SIDS parents worse in some com- 
munities. In other words, with increasing awareness of both 
SIDS and the battered child syndrome, there is unwarranted 
confusion between these “new” phenomena, with the SIDS 
parent again being made to suffer even more from losing a 
treasured infant. 

How can the two conditions be differentiated? First, the 
age incidence is different. Whereas SIDS peaks at three 
months of age, it is rare for that age infant to suffer physical 
abuse. In the Seattle area we see approximately sixty cases 
of SIDS a year, whereas deaths from child abuse number 
less than eight. Finally, and most important, a competent 
pathologist can easily tell the difference. There are charac- 
teristic findings on the autopsy of the child who has been 
traumatized, both externally and internally. They are not 
found in SIDS. Again, the two problems are important but 
very different, and should not be confused. 


ISOLATION OF VIRUSES 


It has been suspected by many workers since the pio- 
neering observations of Werne and Garrow that infectious 
agents played a significant role in SIDS. The epidemiologic 
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data most resemble that seen in acute viral illnesses. The 
age distribution, seasonality, and increased number of babies 
with colds all support the idea. Pathological evidence in- 
cludes inflammatory changes all along the respiratory tract. 
Infectious agents have been prime suspects. But which ones? 

Energetic searches have been made for bacteria without 
success. Scientists have also searched for viruses but they are 
technically more difficult to isolate than bacteria. Dr. C. 
George Ray in Seattle, and Dr. Carl Brandt in Washington, 
D.C., utilizing newer techniques in the middle 1960’s, were 
successful in isolating viruses from babies who died of SIDS. 

Ray’s “new technique” is interesting to describe. Because 
viruses need special culture medium to grow, specimens are 
usually taken and stored in freezers until a number of them 
can be planted on culture medium at the same time. Ray, 
however, planted his specimens immediately and profited by 
a higher isolation rate. The explanation is that the viruses 
were probably destroyed by the freezing process. In any 
case, Ray found potentially harmful viral agents in just over 
a third of SIDS cases as compared with a sixth of control 
cases. The viruses he isolated were not strange or particu- 
larly virulent ones; they were the same ones that cause com- 
mon colds. 

Though viruses of the upper respiratory tract probably do 
play an important role in most cases, they probably do so 
as a “trigger agent” rather than a causal one. The viral com- 
ponent is receiving increased research attention not because 
it is an entire answer to the puzzle of SIDS, but rather 
because it is approachable from a therapeutic and preventa- 
tive standpoint. 

The fact that viruses are isolated from only a third of 
SIDS cases does not mean that the agents are absent in the 
other two thirds. The tiny organisms are simply too difficult 
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to isolate even in diseases like encephalitis that are known 
to be caused by viruses. While there is no reason to think 
that viruses must be present in every case of SIDS, we feel 
they play a contributory though not causal role. 


THE CAUSE OF SIDS 


As the reader now well knows, the cause of SIDS is not 
known. There have been many theories put forward to 
explain the strange disease, some of which have been dis- 
cussed in earlier pages. Hundreds of letters have come to the 
authors from persons all over the world with ideas about 
the cause and prevention of SIDS. Some are frivolous, some 
are ugly, but most are entirely sincere and represent a genu- 
ine desire to help with a tragic problem. Because the authors 
are so heavily involved in the “human” aspects of SIDS, we 
rather arbitrarily classify theories as “benign” or “wicked.” 
The latter, of course, would be those that augment the al- 
ready present guilt in families by charging that SIDS could 
have been prevented by some action of the parent. 

Some of the more recently espoused theories will be dis- 
cussed here. Suffocation, still a recurring theory, has already 
been dealt with—sufficiently, we hope, to banish it forever 
from the reader’s mind. 


COW’S MILK ALLERGY 


The authors, from the perspectives of a pediatrician and 
mother respectively, both wholeheartedly endorse breast 
feeding for young infants. The reason is that if the mother 
is comfortable with the idea, the experience can be a beau- 
tiful one for both mother and child. If the mother is not 
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comfortable about breast feeding she should have no pangs 
of guilt; bottle feeding is completely satisfactory. Our en- 
dorsement of breast milk is not however because it bears any 
possible relationship to SIDS. 


ENDOCRINE INSUFFICIENCY 


Some scientists were attracted to the idea that a deficiency 
of some hormone like that produced from the adrenal gland 
was responsible for SIDS. Studies of the last five years, how- 
ever, have shown that there is no glandular abnormality 
noted at autopsy and the hormone level in the blood stream 
is the same for babies who die of SIDS and those who suc- 
cumb to other diseases. 

A Danish physician, Preban Geertinger, wrote a book 
about SIDS and suggested that the disease was due to an 
insufficiency of a tiny gland called the parathyroid. He based 
this on his inability to find this gland in a third of SIDS 
cases, and postulated that this may be in some way related 
to Vitamin D deficiency in the mother. However convincing 
this sounded in theory, it was not borne out by the facts. 
Dr. Valdes-Dapena was able to find the parathyroid gland 
in all cases of SIDS that she studied. Furthermore, low 
serum calcium levels, the result of Vitamin D deficiency, 
have not been detected in victims of SIDS. 

A great many letters we receive concern the possibility 
that SIDS is caused by chemicals or toxins present in our 
“modern society.” A whole host of these have been sug- 
gested—detergents, bleach, flouride, air pollution, to name 
just a few. All of these toxic theories would be ruled out by 
both the epidemiology and the pathology findings. Also, 
SIDS seems to have been present many years before these 
products came into common use. 
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HEART DEFECT 


When any person dies, two things happen. The lungs stop 
breathing and the heart stops beating. In SIDS, which comes 
first? This question is still debated vigorously among scien- 
tists interested in the disease. At the time of the 1963 Con- 
ference, there was roughly a fifty-fifty split among those 
attending, as to whether the death in SIDS was primarily 
cardiac or respiratory. By the time of the Second Confer- 
ence in 1969, the majority opinion held that the death was 
primarily a respiratory one. However, decisions on scientific 
matters are not made by majority vote, and strong advocates 
of a cardiac mechanism of death still exist. 


IMMUNE DEFECT 


Newborn babies are endowed from their mothers with 
protective material in their blood to ward off infections. This 
fraction of the blood is called gamma globulin. As the 
mother’s gift of gamma globulin begins to wear out, the 
baby starts producing its own. The point where the maternal 
antibody is lowest and when the baby’s production mecha- 
nism is still slow is at three months of age. The fact that 
the peak incidence of SIDS is also at this age has sent im- 
munologists scurrying to try to find some defect in the pro- 
tective mechanism of babies who die of SIDS. Immunoglobin 
levels have been studied by a number of investigators with- 
out any abnormality being detected in babies who die of 
SIDS. They continue to search. 


BLOCKED NASAL PASSAGE 


Dr. Edward Shaw, a distinguished pediatrician from San 
Francisco, has put forth an intriguing “blocked nose” theory. 
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Certain babies, Shaw observes, are “obligatory nose breath- 
ers.” This means that even when their noses become stuffy, 
they simply will not open their mouths to breathe. There is 
a very rare congenital defect where babies are born with a 
blockage of their nasal passages. If such babies do not open 
their mouths to breathe, they die. Shaw hypothesizes a sim- 
ilar situation occurring in older babies whose noses become 
plugged with mucus. He suggests that if the baby does not 
open its mouth to breathe, this sets in motion a reaction 
causing the child’s death. While the idea has not gained a 
great deal of support, neither has it been totally refuted. 
The theory is amenable to testing—a possibility in the next 
several years. 


SPASM OF THE VOCAL CORDS 


This book is not the place to present a scientific theory in 
any detail, but only to inform the reader about the type of 
thinking that is going on among medical scientists about 
SIDS. The interested reader will be able to find a great deal 
more information in the scientific literature. References to 
pertinent studies are included at the end of this book. Never- 
theless, since one of the authors is a member of the Seattle 
research team, a brief description of that group’s theory 
would seem to be in order. 

Mention was made in the discussion of pathologic find- 
ings about Beckwith’s observation on the distribution of 
petechiae in the chest cavity. What is the significance of that 
finding? Beckwith first proposed in 1965 that the only way 
that this unusual distribution of petechiae could be produced 
would be through increased negative intrathoracic pressure 
against a closed airway. In simpler language, the phenom- 
enon is produced by the baby’s breathing muscles pulling 
hard but no air entering the lungs because of a tight block- 
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Summary Statement 


Positional narrowing of airway 


Respiratory inflammation Normal 
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Chemical factors (pH, Ca*+, etc.) 
x LARYNGOSPASM 7-3—* DEATH 
Proposed theory of Seattle investigators showing the final common 
pathway of SIDS terminating in laryngospasm. 


age. Where would that blockage be? Remember that the 
baby is thought to undergo a brief silent struggle while 
asleep. The silent nature of the death suggests that the 
blockage is at the level of the vocal cords. It is suggested 
that the cords go into a spasm, close shut, and therefore 
cannot make any sound. 

Most babies sleep with their heads turned to one side and 
given the presence of a slight inflammation in the airway, a 
movement of the head may obstruct the airway, resulting in 
what we have termed a laryngospasm. Dr. Beckwith has 
characterized SIDS as a “final common pathway,” through 
which many babies cycle in and out, with only a few dying. 
He has compared this final common pathway to the “critical 
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mass” in a nuclear explosion, where a combination of factors 
must occur simultaneously for the explosion to occur. 

The Seattle research group feel that the “final common 
pathway” of SIDS consists of upper airway obstruction be- 
ginning suddenly and associated with a brief, probably noise- 
less struggle, producing pathological evidence of increased 
intrathoracic negative pressure. The final common pathway 
terminates in spasm of the vocal cords. The spasm is only 
the last event, and says nothing about what triggers it. At 
this time we can only speculate about the events leading to 
laryngospasm. Evidence is presently available that there are 
at least two “eligibility factors,” which define characteristics 
common to almost all members of the population at risk. 
These are age, and the sleeping state. It is probable that 
there is a specific phase of sleep wherein a baby is more 
susceptible to SIDS. Given a sleeping infant, several “risk 
factors” appear to play a role in precipitating, or enhancing, 
the tendency towards laryngospasm. These factors are rela- 
tively nonspecific and act to make the child more susceptible 
either independently or interacting with other risk factors. 
The most apparent risk factor seems to be a minor viral 
upper respiratory illness. There are doubtless other risk 
factors of which we are not now aware. 

Low birth weight is another eligibility factor. A recent 
finding by Naeye that the pulmonary arteries of SIDS vic- 
tims are thickened, similar to those found in persons living 
at high altitudes, suggests that these babies may have suf- 
fered bouts of hypoxemia prior to death. Steinschneider has 
proposed that certain babies with a predisposition to sleep 
apnea, might, under certain conditions (e.g., viral infection), 
succumb to SIDS. Current studies in developmental sleep 
neurophysiology (Los Angeles) and SIDS in infant monkeys 
(Seattle) should provide further important clues, as there 
are doubtless other factors of which we are not now aware. 
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Because of the possible relationship to sleep apnea, the 
question has been raised as to whether SIDS might be pre- 
vented through use of electronic monitoring devices. It can- 
not be stressed too strongly that, at present, there is no 
evidence to support the idea that these devices can prevent 
SIDS. Much more research is required to discover whether 
it is possible to detect “susceptible” infants, and if this is 
achieved, to determine whether monitoring devices can, in 
fact, prevent the dreaded event. 

In summary, a great deal has been learned in the past 
decade about SIDS. Probably the greatest advance has been 
the confirmation that SIDS is a real disease entity that can 
be positively diagnosed. The mechanism of death appears 
to be a respiratory one, whereby the vocal cords in suscepti- 
ble infants suddenly snap shut during sleep closing off the 
airway. A viral upper-respiratory illness appears to play a 
role in most cases, but how it acts is not known. The two 
possibilities are, through irritating the vocal cords itself, or 
through changing the “sensitivity” of the nerve that control 
the opening and closing of the vocal cords. The type of child 
susceptible to this devastating reaction is not at all known. 
This subject occupies the SIDS researchers of the 1970's. 


VI 


THE SEATTLE-KING COUNTY 
SUDDEN INFANT DEATH 
SYNDROME STUDY 


“Where would we all be without the work of 
those doctors in Seattle?” 


SIDS Parent 
September 1972 


The Seattle-King County study sponsored by the National 
Institute of Child Health and Human Development was 
launched in January 1965 with a view towards meeting 
some of the objections raised by previous studies. Through 
the enabling legislation passed by the Washington State Leg- 
islature, it became possible to have all cases of sudden and 
unexpected death autopsied at the Children’s Orthopedic 
Hospital and Medical Center. The study took on a multi- 
faceted approach to include various aspects of the problem. 

All babies suspected of dying of SIDS in the Seattle-King 
County area were brought to the Children’s Hospital and 
autopsied by Dr. Beckwith. Dr. Beckwith also served as a 
deputy medical examiner for the county. (Sudden infant 
death is automatically a ‘“‘coroner’s case.”) Immediately 
upon completion of the autopsy, Dr. Beckwith telephoned 
the parents to explain his findings and answer their inevitable 
questions. After several days each family was visited by the 

oject nurse, Mrs. Margaret Pomeroy, R.N., who obtained 
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clinical information and provided counseling for the family. 
Further assistance was offered to all the families by the 
Washington Association for Sudden Infant Death Study, a 
group of parents who had previously lost babies to SIDS. 
Families presenting special problems, such as severe depres- 
sion, were visited by Dr. Bergman in his role as the project 
pediatrician. Though the home investigations were carried 
on only until September 1968, autopsies and other labora- 
tory studies on all cases of suspected SIDS in King County 
continue. 

Each case was carefully catalogued and to this date (Sep- 
tember 1973) more than 500 cases have been studied. Re- 
sults have been published in the medical literature and the 
lay press from time to time, but briefly: of the 500 infant 
deaths studied, 425 were left “unexplained” by post-mortem 
examination. In the remaining 75, a lethal defect sufficient 
to cause death was found. Occasionally, subsequent labora- 
tory findings revealed such things as a previously unsus- 
pected genetic disease which the parents would be told 
about. Dr. Beckwith would inform the parents of the later 
findings and these cases would be taken out of the SIDS 
category and re-classified, though for counseling purposes, 
they would remain in the SIDS group. 

As with earlier studies, the age distribution was quite dis- 
tinctive. The disease almost never occurs in infants under 
two weeks or over eight months of age, with the peak inci- 
dence between one and four months. Whenever a case of 
apparent SIDS occurred outside the two week to eight 
month range, the study team suspected that SIDS was not 
involved and generally those suspicions proved to be correct. 

Throughout the years of the investigation, cases of SIDS 
tended to occur in time-space clusters, suggestive of “‘micro- 
epidemics.” The Seattle study, along with others, demon- 
strated a clear-cut seasonal distribution, predominantly in 
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CAUSES OF DEATH AFTER ONE WEEK OF AGE KING COUNTY, 
WASHINGTON DURING FIVE-YEAR PErtop 1965-1970 


Cause Number Percentage 

1 Week—11 Months 

Total Deaths 609 
SIDS 272 45 
Congenital Malformations 123 20 
Diseases of Early Infancy 70 11 
Influenza and Pneumonia 59 10 
Accidents 39 6 
All other Causes 46 8 
1 Week—14 Years 

Total Deaths 1,334 
Accidents 336 25 
SIDS 272 20 
Congenital Malformations 198 15 
Malignant Neoplasms 110 8 
Influenza and Pneumonia 79 6 
All other Causes 339 23 


late autumn, winter and spring with a corresponding de- 
crease in the summer months. 

At the time we began to make home investigations, as 
part of the overall study, we were shocked and dismayed at 
the severe psychological disorientation suffered by so many 
of the parents. Earlier published studies had cited the guilt 
and self-incrimination which is an inevitable result of a 
sudden infant death. The degree of emotional trauma in the 
families we have spoken to, we referred to as the ‘“‘psychi- 
atric toll of SIDS.” There are 8-10,000 victims of crib death 
in the United States each year. Each year there are that many 
more surviving families left to cope with the tragedy. Despite 
increased medical knowledge and public awareness, the psy- 
chiatric toll is enormous. The situation is intensified by the 
characteristic failure of a post-mortem examination to pro- 
vide a satisfactory explanation for the death. In these highly 
charged circumstances, a careless remark about “‘suffocation” 
or “smothering” can prove devastating. Interfamilial accu- 
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sations, self-recrimination, and overwhelming guilt feelings 
are not only frequent, but commonplace. Because of the 
suddenness of such a death, parents are totally unprepared 
to deal with the tragedy. Whether they verbalize it or not, 
virtually all parents losing a child to crib death feel responsi- 
ble. If a babysitter, grandparent or sibling discovered the 
dead child, the situation becomes even more delicate. Blam- 
ing relatives and “friends” serves only to emphasize the hid- 
den self-blame and suspicion which is already nearly too 
much for the parents to bear. 

In most areas of the country, SIDS falls within the juris- 
diction of those whose basic orientation is to search for 
signs of foul play. When an infant is found dead in its crib, 
the frantic parents usually telephone for assistance from 
police or fire department rescue units. Usually the child is 
rushed to the emergency room of the nearest hospital where 
it is pronounced dead. Grief-stricken and shocked parents 
are next faced with the “routine” questioning from the legal 
authorities. Whether or not an autopsy is ordered is often 
left to the discretion of the local medical examiner or cor- 
oner. Occasionally insistent parents and/or physicians can 
influence that decision one way or the other. Unfortunately, 
in only about half the communities in the United States are 
autopsies performed routinely on SIDS victims. In many 
areas, an autopsy is viewed synonymously with the commis- 
sion of a crime, both by the legal authorities and in the 
public mind. If parents want an autopsy performed, it is 
not uncommon for them to be told it is unnecessary because, 
“it won’t show anything anyway.” While that may be essen- 
tially correct, our study in King County indicated that the 
performance of a post-mortem can go a long way to relieve 
some of the guilt and anxiety in parents’ minds. 

The grief reaction of parents has been well-described. 
Briefly the initial reaction is one of shock and disbelief, fol- 
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lowed by a considerable testing of reality. Parents, and 
mothers particularly, will often speak of the dead child in a 
combination of past and present tenses. It is not uncommon 
for mothers to continue to draw the child’s bath or prepare 
his food. A fear of going insane is often expressed. Parents 
report experiencing strange visceral sensations, such as 
“pressure in the head,” “heartache” and “stomach pains.” 
These sensations are often accompanied by a sad expression, 
sighing, an inability to concentrate except for the briefest 
periods, insomnia and excessive activity such as sweeping 
floors. Many express a fear of being alone. One young 
mother sat on a tree stump in her backyard when no one 
was at home, for fear of being alone in the house where the 
baby died. When they don’t have strong business or family 
ties where they had been living, families often move to 
other homes or even other communities. Feelings of help- 
lessness and anger are other common reactions. The anger 
is often directed at well-meaning friends, relatives and 
neighbors. Parents are fearful, particularly about the safety 
of their surviving children. (“I don’t want the responsibility 
of my other children, but I can’t let them out of my sight.” ) 
Because the family is in great turmoil, even the youngest 
toddler is aware of the upheaval. He may not be able to 
verbalize his fears but they are real nonetheless. He may 
harbor fears. (“The baby was taken away, maybe I’ll be 
taken too.”) An older child, already having trouble adjust- 
ing to the presence of a new baby, may have secretly wished 
that the baby would go away. When the baby dies, he often 
suffers severe guilt and blames himself for the baby’s death. 

Parents suffer further anxiety regarding any decision to 
have another child. And once they have made the decision, 
it is not uncommon for some women to have a great deal of 
difficulty in becoming pregnant again. If they do choose to 
have more children. we have tried to reassure them that 
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there is no greater chance for SIDS to happen again in their 
family than in anyone else’s. To view it in a more positive 
light, we have told them that if one of 350 babies will die, 
then certainly 349 will live. Most families in the King 
County study have had subsequent children and every one 
has felt the same apprehension, worry, and near panic dur- 
ing the first few months of the new baby’s life. They are 
advised to ¢ry to avoid being overprotective and making an 
emotional cripple out of the next child. As Carolyn Szybist 
pointed out in her pamphlet, The Subsequent Child, “Par- 
ents of subsequent children are inclined to view the com- 
mon cold with more alarm than open heart surgery.” In 
terms of effective counseling, low-income and minority fam- 
ilies are a particular problem. Crib deaths are more likely to 
occur in this group and poor housing and illegitimacy often 
may compound their feelings of guilt. Such families tend to 
be less verbal about their feelings and at the same time are 
less likely to have their own private physicians to help them 
cope with their grief. 

Parents torture themselves, sometimes for years, with 
questions about how the death might have been avoided. 
When pneumonia or a similar term is used on a death cer- 
tificate, the implication is left in parents’ minds that the 
child had a demonstrable illness, with symptoms that they 
(or the family physician) must have missed. 

SIDS may serve as the focus for parental guilt feelings 
about the child, particularly if the baby had been unwanted 
or unplanned, punished or left to cry. The universal cry of 
these parents is, “What did I do wrong?” In the Seattle 
home investigations, it became necessary to uncover the 
specific point around which the guilt reaction was centered 
and then to reassure the parents that this factor could not 
possibly have killed their child. Many parents need continu- 
ing reassurance on their lack of culpability. 
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Information Offered to Parents of SIDS Victims 


. SIDS cannot be predicted; there is no sound or cry of 


distress. 


. It is not preventable; death occurs during sleep. 
. The cause is unknown. 
. The cause is not suffocation, aspiration or regurgitation. A 


study by Wooley has shown that covering the faces of babies 
with blankets does not result in anoxemia. 


. A minor illness, such as a common cold, may often precede 


death. 


. There is no suffering; death probably occurs within seconds. 
. SIDS is not contagious in the usual sense. Although a viral 


infection may be involved, it is not a “killer virus” that 
threatens other family members or neighbors. SIDS rarely 
occurs after 6 months of age. 


. SIDS is not hereditary. 
. The baby is not the victim of a “freakish disease.” From 


7.5-10,000 babies die of SIDS every year in the United 
States. 

SIDS is at least as old as the Old Testament and seems to 
have been at least as frequent in the 18th and 19th centuries 
as it is now. This demonstrates that new environmental 
agents, such as birth control pills, flouride in the water sup- 
ply and detergents, do not cause SIDS. The incidence of 
SIDS is not rising. 

SIDS occurs in the best of families. We have seen it happen 
in the hospital in infants admitted for minor surgery. (This 
point is especially comforting to young mothers who may 
feel inadequate in caring for their infants. ) 


VII 


DEVELOPMENT OF 
THE PARENT GROUP 


“All these studies convinced me that an answer 
could be found, would be found. But it seemed 
to me it would be found faster if there were some 
way of coordinating the efforts, some center for 
the exchange of information about sudden death 
and some public support for getting at the cause 
of it.” 


E. Jedd Roe, Jr. 
REDBOOK Magazine 
November 1963 


To each family losing a baby suddenly and unexpectedly, 
the tragedy seems an isolated incident—one that affects 
them only. Until the formation of the Mark Addison Roe 
Foundation in 1962, each death was indeed isolated. Fami- 
lies had no one to turn to; no one had begun to estimate the 
extent of the problem; no one yet understood the psycholog- 
ical damage now associated with SIDS—no one cared. 

Although the Roe Foundation was established to “pro- 
mote, stimulate and support research in the diagnosis, treat- 
ment and cure of sudden, unexpected death in infants,” its 
founders also hoped to establish a central location for fami- 
lies to turn to for information and assistance. The other 
parent organizations that followed were generally created to 
serve specific communities or to sponsor specific research 
projects. We will tell the story of one organization. 
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Why did parents who had lost children find it necessary 
to create foundations, guilds or research memorials? Why 
wasn’t this just another disease falling within the realm of 
existing public institutions? Why was there no one to turn 
to? Rather than first chronicle the development of one par- 
ent group, it will be necessary to use hindsight to set forth 
the situation as it was in 1962 which, for the most part, 
exists today. 

Unlike all other diseases, and most particularly those of 
childhood, the Sudden Infant Death Syndrome stands alone 
for one reason: it is the only known disease which is cate- 
gorized into the legal system and which is almost never 
observed in hospitals and clinics. It is this reason, more than 
any other, that intensifies the guilt and grief for the surviv- 
ing family members. 

When illness strikes or when a heart attack kills, one 
turns to medical science for the answer. Hospitals, nursing 
homes or the doctor himself, stand by the family. If the ill- 
ness is terminal, everything known to medical science is 
done to prolong life. 

When SIDS strikes, there are no hospitals, nursing homes 
or doctors. There is only a vault in the morgue. There is no 
kindly reassurance from the medical community, only ques- 
tions from legal authorities. There are no huge hospital bills 
to pay, only the price of a tiny coffin. 

Certain classes of unexpected, unattended and unex- 
plained deaths always fall under the jurisdiction of the legal 
system in all states. SIDS generally falls within this category. 
What happens to the victim and his family very much de- 
pends on the existing legal system as well as the person 
directly in charge of it. Before discussing the medico-legal 
problems related to the Sudden Infant Death Syndrome, it is 
important to examine, the two medico-legal investigative 
systems most frequently in practice in the United States. 
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Medical examiner systems exist in major urban areas or 
as statewide operations. This system is usually headed by a 
Chief Medical Examiner who has been appointed by a com- 
munity board or by the highest state or local elected official. 
It is a non-political appointment usually held by a forensic 
pathologist (occasionally it will be a Board certified path- 
ologist) with outstanding credentials. He is a physician who 
is knowledgeable in both pathology and law and can deter- 
mine and analyze the cause of death for a court of law, 
through post-mortem examination and “‘at the scene” inves- 
tigation. 

Coroner systems are the most widely used systems in the 
United States, and they are subject to far wider differences 
than the medical examiner system. For the most part, coro- 
ners are not physicians and are elected by the populace in a 
general election. They can also be appointive positions. Any- 
one choosing to do so may campaign for the job. In many 
areas of the country, the coroner’s job is handled by either 
the sheriff’s office or the local funeral director. Most coro- 
ners have the expertise of hospital or university affiliated 
pathologists at hand; but some have little or no assistance 
in determining the cause of death. There are notable excep- 
tions whereby forensic pathologists serve as coroners. 

No matter which system exists—medical examiner or 
coroner—both must produce the same end result: deter- 
mination of whether or not a crime has been committed. It 
is the decision of the legal authorities whether a specific case 
will be investigated, the body viewed at the scene of death 
or an autopsy performed. Cases which are properly investi- 
gated only constitute a tiny part of all medico-legal cases 
and usually occur in large metropolitan areas operating under 
a system having a forensic pathologist in charge. Emphasis 
is put on those cases which may result in trials, with the cost 
of investigation borne by the judicial authorities. 
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Usually crib deaths are not high priority items in either 
system. In fact, they fall relatively low on the list of cases 
to be investigated. There are, of course, exceptions in locali- 
ties where there is an adequate budget or where the chief 
investigator has an interest in the problem. In jurisdictions 
operating with minimal budgets, crib death investigation 
and autopsy is almost completely eliminated. Since SIDS 
has not been given a code number in the International 
Classification of Diseases (coding has been assured for the 
1975 edition), even those cases investigated and/or autop- 
sied may be listed as any number of recognized causes of 
death, i.e., viral pneumonia, aspiration, accidental suffoca- 
tion, so that, statistically, an accurate number of deaths 
cannot be obtained, and families are given implausible diag- 
noses to please the Bureau of Vital Statistics. 

A method of dealing with an SIDS case almost completely 
rests on the type of system in existence and the person in 
charge of medico-legal investigations in each individual 
community. The family might be investigated or they might 
be ignored. They might face a coroner’s inquest or they 
might receive a letter of sympathy and explanation from the 
investigating authority. They might have a thorough autopsy 
performed at no charge, they might have an inadequate 
autopsy performed at a cost, or they may have no autopsy 
at all. If an autopsy is performed, the family might get the 
preliminary results within 48 hours or they may never be 
told why their baby died. 

To better elucidate the problem, let us examine some 
actual cases. 


1. Three month old Jimmy Jones was discovered lifeless 
in his crib at 7 A.M. His father had already left for 
work. Mrs. Jones called the Emergency Rescue Squad 
which arrived in minutes and rushed Jimmy to the 
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local hospital emergency room. The call to the Emer- 
gency Rescue Squad had gone out over the police call 
system so that while resuscitation was attempted on 
Jimmy, a detective from the homicide squad arrived 
to “talk” to Mrs. Jones. “Did you drop the baby? 
Why didn’t you take him to the doctor? Why is your 
pediatrician so far away from your home? Did you 
want the baby? Are you married? Where’s your hus- 
band? Do you know how we feel about child abuse?” 
All this, and Jimmy had yet to be pronounced 
dead. 

Mr. Jones arrived at the hospital as the physician 
pronounced Jimmy dead. The detective stopped ques- 
tioning the now hysterical mother and turned his at- 
tention to the newly arrived father. “Does your wife 
normally abuse the baby? Why weren’t you home? 
Etc.” At no time did any hospital authority intercede 
on behalf of the family. The Joneses gave autopsy per- 
mission and the detective indicated that he would be 
most interested in the outcome. 

A week later, the Jones had heard nothing. The 
baby’s pediatrician had told them that he probably 
died of “flash pneumonia” and that they shouldn’t 
worry. Three weeks went by and Mrs. Jones called 
the Medical Examiner’s office for information. She 
was told that the results were still pending. After six 
months of constant telephone calls, a cause of death 
was produced: viral pneumonia. When Mrs. Jones 
asked how it could have been pneumonia when her 
husband had given the baby a bottle at 5 A.M. and 
he had been fine, the medical examiner’s secretary 
answered, “Oh, don’t worry about that, we usually 
put that down when the Doc doesn’t find anything 
else.” 
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2. Jane Smith was discovered dead by her parents during 


her afternoon nap. She was rushed to the local hos- 
pital fifteen miles away, by her father, where she was 
pronounced “dead on arrival.” The hospital informed 
Mr. Smith that the baby probably died of some form 
of virus. A call went out to the local funeral director 
who immediately took the body. The sheriff’s office 
sent a man to the hospital and he was also told that 
the baby probably died of a virus. The baby was 
buried. There was no investigation, and her parents 
were left with many doubts about the cause of death. 
When they asked health professionals about it, they 
were simply told that killer viruses are around and 
they probably took the baby out when they shouldn’t 
have. 


. Baby Doe was found dead in his car bed by his mother 


while riding to visit his grandparents. She immedi- 
ately hailed a police car and had the baby rushed to 
the nearest hospital where he was pronounced “dead 
on arrival.” The emergency room nurse explained that 
the baby would have to be autopsied, to which Mrs. 
Doe agreed. The autopsy report was given to the Does 
before the funeral with a preliminary reading of 
“Sudden Death at Infancy.” Their name was also 
given to the local parent group by the medical exam- 
iner’s office. Within a few days of the baby’s death, 
the Does had received a letter of sympathy and some 
informative material from the parent group and were 
given the names of other families in their area to 
whom they could talk. 


Later in the book we will discuss systems which we con- 


sider to be excellent as well as systems which barely func- 
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tion. The medico-logical system must, for the most part, 
carry the brunt of the anguish suffered by families. These 
authorities tend to overlook the fact that although the 
“patient” is dead, the survivors are quite alive and in des- 
perate need of sympathetic understanding and a rational 
explanation for the death. Even though we realize that most 
jurisdictions have insufficient financial and personnel re- 
sources, the time and money necessary for the development 
of a humane system is minimal. It could be done with little 
effort. As it now stands, the only thing all SIDS families 
have in common is the fact that they must bury their babies. 

Since crib deaths are part of a system which deals with 
accidents, criminal acts, and legal investigation, it is under- 
standable that to the general community this type of death 
is suspect. If those in authority doubt a family, it only 
follows that friends, neighbors and relatives will question 
the death as well, particularly when that death has no ex- 
planation or at least none that is readily understood. 

Less than 50 years ago, parents had every reason to expect 
that one or more of their children would die during child- 
birth or infancy. As the major childhood diseases were con- 
quered and modern medicine seemed to develop cures for 
everything, the infant mortality rate dropped considerably. 
By the 1950’s, it was generally accepted that babies didn’t 
die and that those who suffered an illness would be saved 
by modern medical techniques. 

Therefore, the death of an apparently healthy infant 
brings forth a tremendous burst of theorizing on the ability 
of the parents to take care of and provide for their family. 
Everything from charges of child abuse to dismay about the 
use of synthetic fabrics in the crib are hurled at the family— 
all during a period of time when the parents (and the 
mother, particularly) are feeling responsible for a death 
which they also cannot understand. 
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While the general public can be forgiven its ignorance, 
the inability of the medical professions to see the magnitude 
of the problem has been inexcusable. Until recently, the 
syndrome had been ignored by the scientific research com- 
munity, the practicing physician, and members of all health 
professions. As infuriating as this denial is, there is a basic 
cause which again goes back to the fact that these babies 
are part of the medico-legal system. 

SIDS babies die at home. They are not seen in hospitals 
or university affiliated teaching institutions where most mod- 
ern research is established. Pathologists, neonatalogists and 
related researchers who usually function in these institutions 
will almost never see a crib death. Babies who are brought 
to the hospital emergency room will either be sent on to the 
county morgue, if an autopsy is ordered, or to the funeral 
director. Neither of these settings is generally associated 
with biomedical research. 

Academicians who write the textbooks used in medical 
education, again, do not know of the existence of these 
infants. Accordingly, medical and nursing students are not 
prepared for the fact that they will have to deal with a 
major cause of infant deaths about which they have never 
heard. Nor are they prepared to deal with a SIDS family 
arriving in the hospital emergency room with a dead infant. 

More so than any other disease, the Sudden Infant Death 
Syndrome is a silent killer, so silent that to the medical com- 
munity it has not existed. The babies die, are buried, and 
become numbers in some incorrect vital statistics log. Only 
their families remember them. With the prevailing ignorance 
of 1962, it was left to the families to make sure that their 
babies would not be forgotten. Having lost their baby, per- 
haps they could do something that would save other babies, 
other families. Maybe their grandchildren could be protected 
from this silent killer. 
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It was the need of the victim families to insure the 
memory of their babies that created the bond of the parent 
group. If medicine wouldn’t help, if the general population 
was apathetic, if no one would attempt to answer the ques- 
tion “Why did my baby die”, then it became necessary for 
the families themselves to focus attention on the problem 
and to guarantee that their babies did not die in vain. 


THE NATIONAL FOUNDATION 
FOR SUDDEN INFANT DEATH, INC. 


To our knowledge, there are four organizations in the 
United States dealing specifically with the Sudden Infant 
Death Syndrome. They are: The Guild for Infant Survival 
(Baltimore, Md.), The Andrew Menchell Infant Survival 
Foundation (New York, New York), The Sudden Infant 
Death Research Association (Austin, Texas) and the Na- 
tional Foundation for Sudden Infant Death, Inc. All of 
these parent groups have committed themselves to solving 
the problem. However, our long association has been with 
the latter organization and it is that story we will tell in 
detail. 

Jedd and Louise Roe had no reason to expect a tragedy to 
occur as they settled into a life of privilege in the summer 
of 1958. Jedd worked in an investment house in New York 
City and Louise spent her days tending their two sons in an 
affluent Connecticut suburb. Everything was just as they 
had hoped it would be. 

On an October morning in 1958, six-month-old Mark 
Addison Roe was found dead in his crib. At the insistence 
of his pediatrician, an autopsy was performed. Cause of 
death: Acute bronchial pneumonia. Case closed. 

For Mark’s parents the case was only beginning. Two 
weeks before his death, Mark had been pronounced “nor- 
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mal” by his pediatrician on a well-baby check up. He had 
been a full-term baby and received the best of care. There 
was no indication of future problems. Why then did he die? 

It was this question that occupied the Roes for the next 
three years. For Louise, there was the fear that Mark would 
be a small memory for her alone. For Jedd, there was the 
desire to try to prevent deaths like Mark’s from re-occurring. 
The first few months after Mark’s death were spent trying 
to sort out the isolation and guilt. It was all so inexplicable 
and no one could even begin to give them an answer. What 
had they done wrong? 

It was during these months that they began to hear of 
others who had lost babies in the same mysterious way. 
Friends and acquaintances told of their own losses. News- 
paper obituaries listed case after case of infants found dead 
in their cribs. Slowly, the isolation lifted and the sense that 
Mark’s death was not a solitary incident led Jedd to begin 
the search for a foundation or a research project to which 
he might contribute a substantial insurance policy given 
Mark, by his grandfather, at birth. 

By early 1962, Jedd’s quest had led him to every physi- 
cian who had done any scientific research into sudden un- 
expected infant deaths. They were few, they were scattered, 
and they disagreed on everything but a few minor facts. He 
found no foundation or project in which he and Louise 
could participate or establish a memorial to Mark. So, he 
began to investigate the possibilities of forming a founda- 
tion himself, one which would serve as a clearing house for 
physicians and families, and organize and support research 
—one that “would help solve the problem.” 

At the same time, a comprehensive epidemiological study 
on crib death was being carried out under the auspices of 
Dr. Milton Helpern, then Chief Medical Examiner of New 
York City. Under the direction of Dr. Renate Dische, the 
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study would attempt to investigate every case of sudden, 
unexpected and unexplained infant death occurring in New 
York City with home visits, parent/physician interviews, 
and thorough post-mortem examination. After talking to 
Dr. Dische, Jedd was convinced of the importance of his 
cause as well as the necessity of forming a foundation to 
further research and understanding. 

In August of that year, the Mark Addison Roe Founda- 
tion was incorporated in the state of Connecticut. It had as 
its trustees Jedd and Louise Roe; Dr. Dische, Mark Roe’s 
pediatrician, J. Frederick Lee, M.D.; and Lowell Weicker, 
Jr., a Greenwich, Connecticut attorney (now United States 
Senator ) and a close friend of the Roes. It had as its medical 
advisors Doctors Rustin McIntosh and William Silverman 
of the prestigious Babies Hospital in New York. There was 
no office and no staff. It was funded by the insurance policy, 
contributions from friends and relatives and the Roes them- 
selves. The foundation would be small and “every cent 
would be directly put to work on the problem.” 

For the first five years of its existence, the foundation 
remained much as it had been envisioned. The primary con- 
centration was on the Grants to Research Program through 
which funds were channeled to assist on-going research 
projects. The most notable grants were given to Dr. Marie 
A. Valdes-Dapena, Dr. Dische, and Dr. Daniel Stowens. Dr. 
Dapena herself played a great part in the early development 
of the foundation, particularly in its strong, careful grant 
review system. 

Two major developments occurred at the end of the 
fourth year which would eventually overtake the original 
importance placed on the grant program. In late 1966, the 
first chapter of the Roe Foundation was chartered covering 
Nassau and Suffolk counties in New York. A special empha- 
sis was placed on the role of public education. During this 
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same period, the foundation and its medical advisors, now 
led by Dr. Dapena, developed the Common Reporting Form 
for Sudden Infant Death which would aid research in find- 
ing new clues as to the cause. It was to be the major con- 
tribution made by the foundation. 

The form was a relatively complete pre- and post-natal 
history of the victim, a simple family medical history, as 
well as a socio-economic record. The forms were to be filled 
out by the attending physician or medical examiner in con- 
sultation with the parents as soon as possible after the 
death. Much time and money were expended on these forms. 
A bio-statistician was hired to compile, process and evaluate 
them. Preliminary distribution was done and then—the 
forms were eliminated on the recommendation of the Roe 
Foundation medical advisors. 

Although the form had excellent therapeutic value to the 
family and could have elicited some good results, the founda- 
tion could not prepare or establish an acceptable distribution 
and retention plan. To receive usable data, the forms would, 
firstly, have had to be distributed to every SIDS family in a 
given number of communities (which would vary in geog- 
raphy and socio-economic levels) and, secondly, completed 
by a group of trained interviewers. It was a project that 
would have required far greater financial resources than the 
Mark Addison Roe Foundation possessed at that time. 

While the foundation continued to operate under the 
guidance of the Roes, others volunteered their time and 
resources and began to play a role in the growth and direc- 
tion of the fledgling organization. Some were other parents 
who had suffered similar tragedies. Some were friends who 
were moved by the suffering they saw. Chapters continued 
to develop and soon people from other areas of the country 
began to move the foundation into a more national front. 

In 1967, the Roes moved their family to Denver, Color- 
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ado. They had arranged for office space in the basement of 
a Greenwich law firm but Ann and Arthur Siegal offered 
office space in their firm in New York City. Their offer was 
accepted and the foundation moved to New York City, 
changing its name to the National Foundation for Sudden 
Infant Death, Inc. This was done at the urging of the Roes 
who felt that it could no longer serve just as a memorial to 
Mark but should be a memorial to all victims of SIDS. 

The move to New York and the change of name did not 
alter the fact that it was a volunteer operation. The office, 
equipment and telephone were donated by the Siegals; vol- 
unteers staffed the office on a rotating basis; and stationers 
and printers were corralled into donating their products and 
services. Most of the money still went directly to solving the 
problem. This did not last long. 

The emphasis placed on public education began to take 
its toll on the volunteers. The lay and medical press began 
to write more frequently about the “mystery killer.” More 
and more families reached the foundation’s door. Materials 
were developed and printed with vigor. A newsletter was 
distributed on a regular basis, and a few dedicated volun- 
teers spent ninety percent of their time working at establish- 
ing a true national organization. In 1968, the first full-time 
salaried employee was hired to function as the Executive 
Secretary and to direct the volunteers in the day to day 
operation of the foundation. The Executive Secretary was 
an SIDS mother and spent an increasing amount of her time 
dealing with other families throughout the world while the 
direction of the foundation remained primarily the concern 
of its Board of Trustees. 

In the fall of 1970, the foundation again changed gears. 
The Executive Secretary was replaced by an Executive Ad- 
ministrator and new emphasis was placed on the develop- 
ment of a national organization with less importance attached 
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to the grant program which had not been bringing results. 
An extensive evaluation was made, priorities and goals were 
established, greater control of the day to day activities of 
the foundation was placed in the hands of the one employee 
and the foundation began a major campaign on behalf of all 
SIDS victims and their families. 

The campaign began with the First National Parent Med- 
ical Conference on Sudden Infant Death Syndrome held in 
Chicago, Illinois in July 1971. For the first time, research 
physicians and families from all over the United States really 
“heard” each other. Representatives of the federal govern- 
ment, the press and the medical community observed a 
growing force of indignation and outrage. Three days of 
intense discussion was the proving ground. 

The “cause” was just. Families who had lost babies to 
the syndrome had every right to expect more than they had 
been getting. It sealed the bond of understanding between 
research physician and parent. It created a unique commit- 
ment from the newly initiated volunteer and intensified that 
of his long-time counterpart. Nothing new was presented, 
no miracle cure, just a feeling of intense caring. At long 
last, national attention would be focused on the problem 
and some significance would be given to the deaths of thou- 
sands of children. 

Out of the 1971 Conference came a prospectus on the 
NFSID. Reproduced in part, it elucidates what the founda- 
tion set forth as major areas of present and future accom- 
plishment: 


With limited resources and volunteer help, the Founda- 
tion has, in nine years, exceeded its highest expectations. 
Its mailing list has grown to approximately 10,000; it 
maintains a minimum of ten pieces of factual, supportive 
literature at all times; it has sponsored a national parent- 
medical conference on SIDS; it continues to add new chap- 
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ters; it provides speakers and material for newspaper 
articles to all parts of the country; it publishes a semi- 
annual newsletter and can document the help its volunteers 
have given to the victims’ families. 

The goals of the Foundation remain as they stood in 
1962—the ultimate prevention of SIDS and the eradica- 
tion of the needless guilt reactions in families stemming 
from ignorance about the disease. However, we can no 
longer solely depend on the determination and financial 
support of the NFSID family and volunteer. The problem 
is so enormous and urgent that we have resolved to both 
expand our own activities and solicit the support of other 
organizations in achieving our goals. 


NO LONGER CAN WE ACCEPT... 


1. ....a death certificate diagnosis, in SIDS cases, of 
“interstitial pneumonitis,” “tracheal bronchitis,” “suf- 
focation” or any other meaningless diagnosis. Physi- 
cians must know that SIDS is a disease, readily diag- 
nosed during the course of a simple autopsy. More 
important, parents must know that their babies have 
died from a specific entity. 

2. ....callous coroners’ or medical examiners’ adminis- 
trative procedures whereby families are kept waiting 
months for autopsy results or subjected to cruel in- 
quests in SIDS cases. 

3. .... physicians confusing all sudden, unexpected infant 
deaths with true SIDS. The condition can be diag- 
nosed and must be for the sake of statistical identifica- 
tion and the emotional health of the family. 

4. .... suspicion of neglect on the part of firemen, police- 
men, morticians, newspapermen and even clergymen 
with the unexpected death of an infant. These people 
are most often the first in contact with the stricken 
family; their lack of information can only further add 
to the feelings of guilt, grief and frustration in the 
family. 

5. ....the fact that some families are denied autopsies 
because of lack of funds or that low income families, 
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not receiving private medical care, rarely receive any 
information about the syndrome. 


. .... the lack of instruction about SIDS in medical and 


other health professional schools. Without knowledge, 
there will be no impetus for new research nor will 
young physicians and nurses be prepared to deal with 
the syndrome should it occur in the course of their 
professional careers. 


. ....the existence of only a handful of research proj- 


ects into the cause (or causes) of SIDS. 


. ....the lack of knowledge of the syndrome on the 


part of pediatricians and family physicians. Every doc- 
tor should be prepared to offer the family more than 
the small consolation of “these things happen.” 


. .. . . newspaper articles of syndicated doctors’ columns 


discussing suffocation, allergy or countless other un- 
substantiated theories as the cause of SIDS. This kind 
of misinformation has done and continues to do, incal- 
culable harm. 

....the fact that volunteer families have been asked 
to, alone, form local parent groups. This is a monu- 
mental undertaking which has, in the past, been di- 
rected by mail and telephone from the NFSID in 
New York. 


WE, THEREFORE, PROPOSE... 


. ....a standardized procedure in every community for 


handling cases of infants who die suddenly and unex- 
pectedly that is both compassionate and medically 
sound. Autopsies must be performed and parents 
promptly informed of the results. 


.....that the criteria for the diagnosis of SIDS be 


disseminated to coroners and medical examiners 
throughout the United States, and that the term, 
“Sudden Infant Death Syndrome,” be utilized on death 
certificates. 


. .... that every SIDS family receive authoritative infor- 


mation about SIDS from a physician, nurse, or other 
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health professional who is both knowledgeable about 
the disease and skilled in dealing with characteristic 
grief reactions. 

. ....that a major effort be undertaken to increase the 
amount of research being conducted on SIDS through 
solicitation of the scientific community by the National 
Institute of Child Health and Human Development. 
. ....that parent volunteer groups be available in every 
state or large community to promote the aims of the 
Foundation on a local level. Close ties should be main- 
tained with local physicians, particularly pediatricians 
and pathologists. 


STRATEGY 


. Strengthening of the national office of NFSID to pro- 

vide: 

a. Authoritative public information, 

b. A speaker’s bureau, 

c. Consultants to assist in formation of local chapters, 

d. Liaison with other organizations. 

. Alliance with professional medical and health organ- 

izations (e.g., pediatricians, pathologists, nurses, social 

workers, etc.) so that they can educate their own 
members about SIDS. 

. Involvement of national, state and local government 

to: 

a. Promote SIDS research, 

b. Upgrade autopsy procedures, 

c. Disseminate authoritative information through 
health departments, coroner’s and medical exam- 
iner’s officies and law enforcement agencies by 
means of literature, seminars, consultants, etc. 

. A dignified public relations campaign to educate the 

public about SIDS without producing undue anxiety. 

Educational efforts will be specifically directed towards 

those most apt to come into contact with SIDS, such 

as motticians, clergy, police and firemen, and media 
representatives. 
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A PLEA 


While one in every 350 live births will be a victim of 
the sudden death syndrome, the National Foundation for 
Sudden Infant Death, Inc. asks the assistance of all agen- 
cies and individuals concerned with the welfare of not only 
the child, but the entire family unit. With the lack of 
knowledge in the community, the inhumanity of most of 
our autopsy systems and continuing medical misinforma- 
tion, the family of the SIDS victim is shattered. 

The National Foundation for Sudden Infant Death, Inc. 
asks that each and every family experiencing an SIDS be 
given the chance to face the death with knowledge and 
dignity. We have pledged our entire resources to this end. 
We request your help in making dignity a part of the lives 
of 10,000 families a year. 


Whatever progress has been made over the years has been 
made not because the medical community saw a problem 
and wanted to solve it, but because families who faced the 
problem refused to believe that they couldn’t at least try to 
solve it. The commitment of these families has been the 
mainstay of the foundation and it is what makes the parent 
group unique. 

The national office of the NFSID is currently staffed by 
an executive director and two assistants, all salaried. But 
the real work—the day to day immersion in tragedy—is 
still carried on by local volunteers in their own homes. 
Almost all of them belong to families who have lost babies 
to the syndrome. They have refused to allow grief to im- 
pede their energies, choosing instead to help others face the 
crisis and to change community attitudes about SIDS. It is 
no small task. 

They come from all walks of life and none have been 
trained for the role of counselor or political activist. Some 
have substantial financial and social resources while most are 
average Americans. They are families who were treated well 
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by their communities and families who were either mal- 
treated or ignored. They usually begin their involvement 
with the simple desire to help others, but for many this quiet 
humanitarian act leads to intense medical and political com- 
munity involvement. 

Women who never expected to be anything more than 
wives and mothers find themselves facing medical and legal 
authorities and demanding a change in community policies. 
Fathers find their garages turned into chapter headquarters. 
Families learn to live with cold dinners on their tables and 
frightened, grief-stricken young parents in their living rooms. 

For many, the volunteer worker will be the only person 
who can answer their questions, understand their grief, and 
guide them through their crisis. Volunteers have been of 
incalculable assistance to families who go on to have a sub- 
sequent child or who choose to adopt children. The efficiency 
of the volunteers rests solely on the fact that they have been 
through the same tragedy and have gone on to face their 
lives in a positive manner. It is a rather sad commentary on 
the delivery of health services in the United States that 
unless SIDS families in a community organize to help others 
like themselves, that community will be without services. 

Until a nationwide procedure for the handling of sud- 
den unexpected infant deaths is developed, the NFSID will 
maintain the establishment of local chapters as a high pri- 
ority. The community services offered by a chapter are 
scaled to reach the stricken family, the general public and 
those members of the community whose professions would 
indicate contact with a family (i.e., pediatricians, funeral 
directors, clergy, etc.). The programs are set to reach all 
families in the community so that they may know immedi- 
ately why their baby died and to whom they can turn for 
information and aid. 

The early growth of the foundation was sustained by the 
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financial commitment of the Roes and their associates. The 
continued growth has been supported, on the whole, by 
memorial contributions and the financial sacrifices of all the 
volunteers. Although recent years have seen a small increase 
in grants and outside foundation support, funds have not 
been easily obtained. Life-sustaining machinery and hospital 
wings carrying name plates are far more inviting then public 
education campaigns, development of health services and 
the production of authoritative materials. 

However, the National Foundation for Sudden Infant 
Death, Inc. continues to increase its financial commitment 
to research, education, and the development of a humane 
system of handling Sudden Infant Death Syndrome. An in- 
creasing amount of time is spent on fund-raising activities 
and solicitations to support that commitment. We are cer- 
tain that this is true of the other organizations concerned 
with the same problem. If no one else comes through, fam- 
ilies will continue to make personal sacrifices and support 
the goals of the foundation. As long as there is one parent 
left who feels responsible for their child’s death, all families 
will unite in parent groups to tell them that they are NOT. 


VIII 


POLITICS AND SIDS 


“What with all the job changes over there, 
the busiest people in this town must be the 
sign painters down at the Department of Health, 
Education and Welfare.” 


Senator Warren G. Magnuson 
(D-Wash.) 


Dr. Abraham Bergman has been accused, from time to 
time (though he doesn’t necessarily view it as an accusation ) 
of being a political activist who happens to be a physician. 
That characterization is not too far off the mark. He believes 
politicians have the capacity to save many more lives than 
physicians. (The converse is also true. They can also sacri- 
fice more lives than physicians. ) 

One day in 1966, he had lunch with a high school class- 
mate, an attorney, who was working for the Senate Com- 
merce Committee. Dr. Bergman complained about the 
menace of rotary lawn mowers; he’d seen children at the 
hospital severely injured by machines which lacked the most 
elementary safety devices. His friend said, “If you’re really 
worried about the problem, why don’t you do something 
about it instead of writing just another article for a journal 
that’s only read by doctors?” The friend was right, of 
course. Physicians expend a great deal of energy and time 
talking only to each other. 

Dr. Bergman gave his friend a copy of a paper he’d writ- 
ten for a medical journal on the subject, and his friend 
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promptly showed it to his boss, Senator Warren G. Mag- 
nuson. To Dr. Bergman’s delight, within days Senator 
Magnuson had warned the mower industry he would at- 
tempt to pass regulatory legislation unless the industry vol- 
untarily adopted an adequate safety code. They didn’t and 
he did! A law was passed establishing the Consumer Prod- 
uct Safety Commission with the power to regulate the safety 
of all household products, including power lawn mowers. 

Dr. Bergman found that there is a way to effect some 
degree of change in health care by dealing directly with those 
responsible for the passage of the necessary legislation. Sen- 
ator Magnuson, the senior senator from the state of Wash- 
ington, is enormously interested in health care problems. As 
Chairman of the United States Senate’s Labor HEW Ap- 
propriations subcommittee which is responsible for appro- 
priations for the Department of Health, Education and 
Welfare, he is in a position to influence the passage of 
health care legislation. At Bergman’s instigation, he has 
sponsored several critical health measures, most notably the 
Flammable Fabrics Act, Poison Prevention Act and the 
National Health Service Corps. The Magnuson subcom- 
mittee is responsible for HEW funding and in turn for 
appropriations for the National Institute of Child Health 
and Human Development (NICHHD). The senator and his 
staff assistants, particularly Harley M. Dirks, Magnuson’s 
chief aide on the Appropriations subcommittee, have kept 
up pressure on the administration to commit more funds for 
SIDS research. 

From its inception, NICHHD has given high priority to 
the problem of Sudden Infant Death Syndrome. Through its 
first two directors, the institute has had a close association 
with the University of Washington. When NICHHD was 
created in 1963, as part of the Department of Health, Edu- 
cation and Welfare, President Kennedy appointed the 
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Chairman of the Department of Pediatrics at the University 
of Washington, Dr. Robert Aldrich, as the first director. 
Aldrich, who is presently Vice President for Health Affairs 
at the University of Colorado, was sensitized to the SIDS 
problem by the Dores and other Seattle parents. When 
Aldrich assumed his position at NICHHD, he brought with 
him from Seattle as the head of the Mental Retardation 
Division, Dr. Gerald LaVeck. Dr. LaVeck had trained at the 
University of Washington, served with the Public Health 
Service as Director of the Rainier School (for the mentally 
retarded) near Seattle, and as Director of the Crippled Chil- 
dren’s Services of the Washington State Health Department. 
When Dr. Aldrich left NICHHD in 1966, LaVeck took over 
as the Institute’s second director. 

The interest in SIDS at the Child Health Institute was 
sustained because of the encouragement of these two di- 
rectors. Encouragement was about the only thing they had 
to offer, however, because funds for SIDS research were 
scant and the trained scientists willing to work on the prob- 
lem even more scarce. In terms of the overall priorities of 
the National Institutes of Health, SIDS could not be found 
even in the small print. 

A special vote of thanks must be extended to one indi- 
vidual at NICHHD who, through the 1960’s, patiently 
promoted research in SIDS. He is Dr. Dwain Walcher, a 
virologist who for some time was the Institute’s Associate 
Director for Program Planning and Evaluation. Dr. Walcher 
served as the “godfather” to investigators of SIDS and set 
a high standard as both a dedicated scientist and public 
servant. 

When Dr. Walcher left NICHHD in 1969, responsibility 
for shepherding the SIDS research program was given to 
Dr. Eileen Hasselmayer, who holds a doctorate in nursing, 
and Mr. Jehu Hunter, a scientist-administrator with a back- 
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ground in biochemistry. They didn’t have much to work 
with. During the fiscal year of 1971, the federal government 
funded only a single grant specifically directed to the cause 
of SIDS at a level of $46,258 (the Seattle study, directed 
then by Dr. Ray). 


THE MONDALE HEARINGS 


If 1963 marks the time when SIDS research became 
“respectable” in scientific circles, 1972 marks the year when 
the public became conscious of this mysterious and tragic 
disease. The form was a hearing before the Senate’s Sub- 
committee on Children and Youth chaired by Senator Walter 
Mondale (Democrat-Minnesota). The Mondale subcommit- 
tee had been looking at a series of problems affecting chil- 
dren in the United States and was responsible for important 
legislation concerning day-care facilities for children from 
disadvantaged families. 

Frustrated by the lack of attention being given to SIDS 
research by the National Institutes of Health, SIDS parents 
had bombarded their congressmen with letters of protest. 
The letter-writing campaign was spearheaded by members 
of the Guild for Infant Survival which is centered in Balti- 
more. Senator Mondale and his colleagues decided to act, 
and in so doing set the stage for one of the most dra- 
matic hearings held on Capitol Hill in many years. Three 
networks showed up on January 25, 1972 to televise the 
hearing, an act which always heightens interest among poli- 
ticians. Although there were official witnesses representing 
the administration, the American Academy of Pediatrics, and 
the National Foundation for Sudden Infant Death, the most 
dramatic testimony came from parents themselves. Frank 
Hennigan, a prominent business executive in Chicago, gave 
the briefest but most moving testimony as he related how 
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he was harrassed by law enforcement officers and the press 
after his baby died of SIDS. Excerpts from the hearing 
appeared on television and in newspapers throughout the 
country. The NFSID was invited to the TODAY show, 
which in turn led to many appearances on local television 
channels. 

As a result of the hearings, Senator Mondale and fifteen 
co-sponsors introduced Senate Joint Resolution 206, relat- 
ing to Sudden Infant Death Syndrome. The text of the reso- 
lution reads as follows: 


Joint Resolution 
Relating to sudden infant death syndrome. 


Whereas sudden infant death syndrome kills more infants 
between the age of one month and one year than any 
other disease; and 

Whereas the cause and prevention of sudden infant death 
syndrome are unknown; and 

Whereas there is a lack of adequate knowledge about the 
disease and its effects among the public and profession- 
als who come into contact with it; Therefore be it 
Resolved by the Senate and House of Representatives of 

the United States of America in Congress assembled, That 
it is the purpose of this joint resolution to assure that the 
maximum resources and effort be concentrated on medical 
research into sudden infant death syndrome and on the 
extension of services to families who lose children to the 
disease. 

SEC. 2. The National Institute of Child Health and 
Human Development, of the Department of Health, Edu- 
cation, and Welfare, is hereby directed to designate the 
search for a cause and prevention of sudden infant death 
syndrome as one of the top priorities in intramural research 
efforts and in the awarding of research and research train- 
ing grants and fellowships; and to encourage researchers to 
submit proposals for investigations of sudden infant death 
syndrome. 
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SEC. 3. The Secretary of Health, Education, and Wel- 
fare is directed to develop, publish and distribute literature 
to be used in educating and counseling coroners, medical 
examiners, nurses, social workers, and similar personnel 
and parents, future parents, and families whose children 
die, to the nature of sudden infant death syndrome and to 
the needs of families affected by it. 

SEC. 4. The Secretary of Health, Education, and Wel- 
fare is further directed to work toward the institution of 
statistical reporting procedures that will provide a reliable 
index to the incidence and distribution of sudden infant 
death syndrome cases throughout the Nation; to work to- 
ward the availability of autopsies of children who appar- 
ently die of sudden infant death syndrome and for prompt 
release of the results to their parents; and to add sudden 
infant death syndrome to the International Classification 
of Disease. 


The resolution was reported out of the Committee and 
sent to the Senate floor, passing by a vote of seventy-seven 
to zero. 

The Senate also acted to increase the appropriation for 
SIDS research. President Nixon had requested no funds in 
the National Institutes of Health specifically for SIDS re- 
search. Led by Senator Magnuson, the Senate provided ten 
million dollars for specific SIDS research. It was later halved 
to four million dollars after a conference with the House. 
Calling it inflationary, the President vetoed the HEW ap- 
propriation bill in 1971 and again in 1972. Certainly SIDS 
research was not the point of issue—there were much big- 
ger increases to which the President objected—but the fact 
remains that a major expansion in SIDS research was hin- 
dered by the confrontation between President Nixon and 
Congress over who should set priorities on government 
spending. 

The attention given to SIDS in Congress during 1971 
and the desire of powerful senators and representatives for 
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action was not lost upon the directors of the National Insti- 
tutes of Health. Even though NICHHD did not receive 
extra money specifically earmarked for SIDS, the institute 
allocated money from other programs to expand the research 
effort in SIDS. They did what should have been done ten 
years ago—went out and actively solicited research propos- 
als from scientists who previously knew little if anything 
about the problem. Advertisements were taken in major 
scientific journals alerting scientists to the availability of 
research funds for SIDS, an attractive lure at a time when 
most research grants were being cut back. Two important 
projects were finally funded: the studies of Dr. Alfred 
Steinschneider of Syracuse on the development of breathing 
patterns in young babies; and a study on the mechanisms of 
sleep in young infants, began by Dr. Maurice Sterman, a 
noted researcher in the field of sleep physiology at the Vet- 
eran’s Administration Hospital at Sepulveda, California, in 
cooperation with Dr. Joan Hodgman at the Los Angeles 
County Hospital. 

While the research arm of HEW was active, the rest of 
the department lay inert when it came to dealing with the 
SIDS problem. The Maternal and Child Health Service, 
which has recently been reorganized out of existence, did 
provide thirty thousand dollars to produce an educational 
movie on SIDS and five thousand dollars to launch re- 
gional educational seminars. But only after Senator Mag- 
nuson asked his aide Mr. Dirks to make a few phone calls. 

Twenty months after the first Mondale Hearings, a joint 
hearing before Mondale’s Subcommittee on Children and 
Youth and Senator Kennedy’s Subcommittee on Health was 
held in Washington on September 20, 1973. The joint 
hearing was held for the purpose of hearing testimony on 
behalf of S 1745; a bill to “provide financial assistance for 
research activities for the study of Sudden Infant Death Syn- 
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drome, to provide information and counseling services to 
families. .. .” S 1745 further proposed the establishment of 
regional medical centers for the study of the disease, a pro- 
posal which one of the authors (Bergman) had recom- 
mended for over a year. 

Again the attention of the nation was focused on the 
plight of parents of SIDS victims. Moving testimony was 
offered by John and Patricia Smiley of California who’d 
been charged, jailed and later released—all in connection 
with the sudden death of their baby. This is a dramatic 
example of the need for federal action that was further 
enforced by strong supportive testimony by nationally rec- 
ognized medicolegal authorities. 

After some months of conference committee deliberations 
between the Senate and the House of Representatives, The 
Sudden Infant Death Syndrome Act of 1974 was made 
Public Law 93-270 with President Richard M. Nixon’s sig- 
nature on April 23, 1974. The text of this landmark legis- 


lation follows: 


SHORT TITLE 


SECTION 1. This Act may be cited 
as the “Sudden Infant Death Syn- 
drome Act of 1974.” 

SUDDEN INFANT DEATH 
SYNDROME RESEARCH 

Sec. 2. (a) Section 441 of the Pub- 
lic Health Service Act is amended 
by striking out “an institute’ and 
inserting in lieu thereof “the Na- 
tional Institute of Child Health and 
Human Development.” 

(b) (1) Such section 441 is further 
amended by inserting “(a)” after 
“Sec. 441.” and by adding at the 
end thereof the following: 

“(b) The Secretary shall carry out 
through the National Institute of 
Child Health and Human Develop- 


ment the purposes of section 301 
with respect to the conduct and sup- 
port of research which specifically 
relates to sudden infant death syn- 
drome.” 

(2) Section 444 of such Act is 
amended (1) by striking out “The 
Surgeon General” each place it oc- 
curs and inserting in lieu thereof 
“The Secretary,” and (2) by striking 
out “the Surgeon General shall, with 
the approval of the Secretary” in the 
first sentence and inserting in lieu 
thereof “the Secretary shall, in ac- 
cordance with section 441 (b),”. 

(c) (1) Within 90 days following 
the close of the fiscal year ending 
June 30, 1975, and the close of each 
of the next two fiscal years, the 
Secretary shall report to the Commit- 
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tees on Appropriations of the Senate 
and the House of Representatives 
and to the Committee on Labor and 
Public Welfare of the Senate and 
the Committee on Interstate and For- 
eign Commerce of the House of Rep- 
resentatives the following informa- 
tion for such fiscal year: 

(A) The (i) number of applica- 
tions approved by the Secretary in 
the fiscal year reported on for grants 
and contracts under the Public 
Health Service Act for research 
which relates specifically to sudden 
infant death syndrome, (ii) total 
amount requested under such appli- 
cations, (iii) number of such ap- 
plications for which funds were 
provided in such fiscal year, and 
(iv) total amount of such funds. 

(B) The (i) number of applica- 
tions approved by the Secretary in 
such fiscal year for grants and con- 
tracts under the Public Health Serv- 
ice Act for research which relates 
generally to sudden infant death syn- 
drome, (ii) total amount requested 
under such applications, (iii) num- 
ber of such applications for which 
funds were provided in such fiscal 
year, and (iv) total amount of such 
funds. 

Each such report shall contain an 
estimate of the need for additional 
funds for grants or contracts under 
the Public Health Service Act for 
research which relates specifically to 
sudden infant death syndrome. 

(2) Within five days after the 
Budget is transmitted by the Presi- 
dent to the Congress for the fiscal 
year ending June 30, 1976, and for 
each of the next two fiscal years, the 
Secretary shall transmit to the Com- 
mittee on Appropriations of the 
House of Representatives and the 
Senate, the Committee on Labor and 
Public Welfare of the Senate, and 
the Committees on Interstate and For- 
eign Commerce of the House of Rep- 
resentatives an estimate of the 
amount requested for the National 
Institutes of Health for research to 
sudden infant death syndrome and 
a comparison of that amount with 


the amount requested for the pre- 
ceding fiscal year. 

COUNSELING, INFORMATION, 
EDUCATIONAL AND 
STATISTICAL PROGRAMS 

Sec. 3. (a) Title XI of the Public 
Health Service Act is amended by 
adding at the end thereof the follow- 
ing new part: 

Part C—SuDDEN INFANT 
DEATH SYNDROME 
“SUDDEN INFANT DEATH SYNDROME 

COUNSELING, INFORMATION, EDU- 

CATIONAL, AND STATISTICAL PRO- 

GRAMS 

“Sec. 1121. (a) The Secretary, 
through the Assistant Secretary for 
Health, shall carry out a program to 
develop public information and pro- 
fessional educational materials relat- 
ing to sudden infant death syndrome 
and to disseminate such information 
and materials to persons providing 
health care, to public safety officials, 
and to the public generally. 

“(b) (1) The Secretary may make 
grants to public and nonprofit private 
entities and enter into contracts with 
public and private entities, for proj- 
ects which include both— 

“(A) the collection, analysis, and 
furnishing of information (derived 
from post mortem examinations and 
other means) relating to the causes 
of Pema infant death syndrome; 
an 

“(B) the provision of information 
and counseling to families affected 
by sudden infant death syndrome. 

“(2) No grant may be made or 
contract entered into under this sub- 
section unless an application therefor 
has been submitted to and approved 
by the Secretary. Such application 
shall be in such form, submitted in 
such manner, and contain such infor- 
mation as the Secretary shall be reg- 
ulation prescribe. Each applicant 
shall— 

(A) provide that the project for 
which assistance under this subsec- 
tion is sought will be administered 
by or under supervision of the appli- 
cant; 

“(B) provide for appropriate com- 
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munity representation in the devel- 
opment and operation of such proj- 
ect: 

“(C) set forth such fiscal controls 
and fund accounting procedures as 
may be necessary to assure proper 
disbursement of and accounting for 
Federal funds paid to the applicant 
under this subsection; and 

“(D) provide for making such re- 
ports in such form and containing 
such information as the Secretary 
may reasonably require. 

“(3) Payments under grants under 
this subsection may be in advance or 
by way of reimbursement, and at 
such intervals and on such condi- 
tions, as the Secretary finds neces- 
sary. 

“(4) Contracts under this subsec- 
tion may be entered into without 
regard to sections 3648 through 3709 
of the Revised Statutes (31 U.S.C. 
529; 44 U.S.C. 5). 


“(5) For the purpose of making 
payments pursuant to grants and 
contracts under this subsection, there 
are authorized to be appropriated 
$2,000,000 for the fiscal year ending 
June 30, 1975, $3,000,000 for the 
fiscal year ending June 30, 1976, and 
$4,000,000 for the fiscal year ending 
June 30, 1977. 

“(c) The Secretary shall submit, 
not later than January 1, 1976, a 
comprehensive report to the Com- 
mittee on Labor and Public Welfare 
of the Senate and the Committee on 
Interstate and Foreign Commerce of 
the House of Representatives respect- 
ing the administration of this section 
and the results obtained from the 
programs authorized by it.” 

(b) The title of such title XI is 
amended by adding at the end 
thereof “AND SUDDEN INFANT DEATH 
SYNDROME.” 

The motion was agreed to. 


Public Law 93-270 has only lately been funded and its fate 
is not yet known. What is important, however, is that SIDS 
has moved, with authority, into the political arena. 

While HEW and the National Institute of Child Health 
have allocated funds for research into the causes of SIDS, 
there is enormous inertia in those agencies regarding the 
more “human” aspects of SIDS. Dr. Bergman has been to 
see officials at HEW countless times about applying them- 
selves to this side of the problem. Every official he’s spoken 
with at HEW has promised to “do something” and yet we 
wait and wait and wait. 

Government officials in Washington are always very busy 
with dig problems. SIDS, the leading killer of children under 
a year of age carries a very low priority. No sense of urgency 
exists. There are plenty of difficult problems in this country 
for which solutions are not available. The problems of thou- 
sands of SIDS parents feeling responsible for killing their 
children is, of course, not one of the larger problems of our 


society ... BUT IT IS SO EMINENTLY SOLVABLE. 


IX 


THE CURRENT 
MANAGEMENT OF THE 
SUDDEN INFANT DEATH 
SYNDROME IN THE 
UNITED STATES 


‘ 


‘,.. it does seem remarkable that everyone can 
concede that this major cause of deaths is a par- 
ticularly mysterious and hideous form of death 
and yet the best minds of American medicine are 
largely taking public opinion polls at this time 
on the matter.” 


Senator Walter F. Mondale (D.-Minn.) 
January 25, 1972 

United States Senate Subcommittee 

on Children and Youth 


During the summer of 1972, the Children’s Orthopedic 
Hospital and Medical Center and the University of Wash- 
ington School of Public Health and Community Medicine in 
Seattle undertook a nation wide study of the management 
of SIDS, under the sponsorship of the National Institute of 
Child Health and Human Development. Ten teams of two 
graduate students each visited 148 counties in 48 states 
(Hawaii and Alaska were excluded). Information was ob- 
tained from 145 coroners and medical examiners, 421 par- 
ents, plus a variety of other physicians and public officials. 
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It should be stressed that the picture presented below 
was obtained in 1972. Fortunately, many improvements took 
place subsequent to the study. Only 27% of the officials certi. 
fying the cause of death were pathologists; 30% were physi- 
cians other than pathologists; 9% were morticians; 4% 
justices of the peace; 3% lawyers, and 27% were laymen 
with no medical or legal qualifications. 

In general, across the country, the autopsy rate correlated 
with the funds available. Small counties without a salaried 
pathologist usually have a definite sum of money set aside 
for securing autopsies from private pathologists. There is 
great reluctance to use these funds for crib death (SIDS) 
cases, which are assumed to be natural deaths. Rather, the 
funds are generally used to investigate deaths in which foul 
play is suspected. Only in 25% of the communities studied 
were autopsies performed on all sudden unexplained deaths. 
In 20% of the communities, the policy was that autopsies 
were not to be performed unless the official had a definite 
suspicion of an unlawful act. In the remaining communities, 
the performance of an autopsy depended primarily on the 
personal inclination of the coroner or medical examiner, 
available funds, and on whether a private physician or fam- 
ily insisted on it. Even in such large communities as Boston 
and Chicago, both with world famous medical centers, less 
than a third of crib death cases are autopsied. 

Coroner and medical examiner log books for the three- 
year period 1969-71 were examined by the study teams. An 
incredible variety of terminology was used to describe crib 
death. Among them were: Sudden Infant Death Syndrome, 
sudden unexpected infant death, sudden death in infancy, 
pneumonia, interstitial pneumonitis, respiratory infection, 
acute necrotizing laryngitis, crib suffocation, anoxia due to 
undetermined cause, aspiration of vomitus, suffocation under 
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bedclothes, acute tracheobronchitis and pulmonary edema. 

Some coroners associate crib death with child abuse or 
neglect. For example, the Ada County (Idaho) coroner saw 
the cause of crib death as “partial neglect and quick 
pneumonia.” The coroner of Jefferson County (Alabama) 
thought that many crib deaths are due to suffocation be- 
cause “blacks do not know how to care for their children 
properly.” He cited as evidence the practice of children 
sleeping in the same bed as their parents, which he felt 
led to death by suffocation. 

Parents who lose infants to SIDS often wait in agonizing 
suspense to hear the results of the autopsy. In two thirds of 
the communities studied where autopsies are performed, 
families had to wait weeks, even months, to learn the cause 
of their children’s deaths. 

Considerable discrepancy was noted between the informa- 
tion provided by officials and that provided by the parents 
with respect to notification of cause of death. Sixty percent 
(60%) of coroners or medical examiners responded that 
they routinely notify parents of the cause of death, usually 
by telephone. The converse is that 40% of officials have no 
established notification procedure. Even in the areas where 
the officials said their office routinely notifies the families, it 
is the families who initiate the contact before they get any 
word. 

We consider the question of whether or not a family 
had to initiate contact with the coroner or medical exam- 
iner to receive the results of the autopsy as a crucial point 
in the management process. It is obvious to us that the 
poorer families were less verbal, less apt to have telephones, 
and generally tend to be less bold in dealing with such 
establishment institutions as the coroner or medical exam- 
iner’s office. The social class difference did indeed count in 
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this category: 41% of lower-class families had to initiate 
contact as compared to 29% of middle-class and 34% of 
upper-class families. 

Families in lower income brackets, where SIDS incidence 
is higher, usually do not have private physicians and tend 
to be neglected if not dismissed. When a family had a knowl- 
edgeable private physician, it stood a better chance of re- 
ceiving proper information and not suffering unnecessary 
guilt reactions. 

From the parents interviewed, we learned that police or 
fire personnel were the most likely officials on the scene 
after the infant was discovered lifeless. There were some 
abuses such as the parents who were jailed, but on the 
whole families praised the efforts of policemen and firemen 
who responded to their calls for help. On the other hand, a 
great deal of resentment was expressed towards hospital 
emergency room personnel (physicians and nurses) who 
were indifferent and sometimes accusatory. Only half the 
families were told that the deaths were caused by SIDS, 
ctib death or similar terminology. The others were given 
explanations like pneumonia or suffocation. Ten percent 
(10%) of the families interviewed never received any ex- 
planation as to why their babies died. Eighty three percent 
(83%) said that the verbal explanation given them at the 
time of the death was not the same as what was later listed 
on the death certificate. Only 49% of the families felt that 
the cause of death was adequately explained to them by 
anyone. 

Parent groups, either the NFSID (National Foundation 
for Sudden Infant Death) or GIS (Guild for Infant Sur- 
vival), were felt to be extremely helpful by families who 
came in contact with them. The majority of the communities 
studied, however, did not have active parent groups and 
even in those that did, the organizations simply didn’t reach 
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lower socio-economic class families. For example, the parent 
group was considered to be the most helpful person or organ- 
ization by 25 of the 293 (9%) of upper and middle-class 
families. None of the 75 lower-class families included in the 
study mentioned a member of a parent group as being the 
most helpful person to them. 

An abstract from the final report prepared on the study 
follows. 


Abstract of Study Report 
The Management of Sudden Infant Death Syndrome (SIDS) 
in the United States (1972) 


How do stricken families, physicians, coroners, medical 
examiners, pathologists, policemen, firemen, nurses, neigh- 
bors, relatives and friends react to the always unexpected 
and still unpredictable event of a sudden infant death— 
commonly called a crib death? 

What is the outcome of false, ignorant, and sometimes 
callous reactions to the tragedy now properly and precisely 
described as the Sudden Infant Death Syndrome (acronym 
SIDS )—exact cause unknown, prevention still impossible, 
outcome uniformly fatal? 

Documented and useful answers to these and allied ques- 
tions are to be found in this nationwide study of 421 fam- 
ilies in which SIDS had occurred and of the professional 
personnel (e.g., physicians, medical examiners) concerned 
with these deaths. The interviews were conducted in the 
summer of 1972. 

The regular sequence of events in SIDS is commonly this: 
An apparently healthy infant, usually between the ages of 
two weeks and four months, is put to sleep for the night in 
his crib. The next morning, or even earlier, the infant is 
discovered dead in the crib. No outcry has been heard. 
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Emergency services are summoned—police, firemen, physi- 
cians, ambulances. The infant is usually rushed to a local 
hospital and pronounced dead on arrival. 

The parents are stunned, grief-stricken; they usually have 
no idea what has happened. Too often they are not made 
aware of what has occurred; sometimes they are opening or 
subtly accused of having caused their child’s death. 

According to this study, 14% of the afflicted parents 
never learn why their infants died. Fifty percent (50% ) 
feel they were not given an adequate explanation. In about 
one third (33% ) of the cases, the parents are told one cause 
of death and see another cause written on the infant’s death 
certificate. 

In order to ascertain the cause of any sudden infant death 
(causes other than SIDS may be properly assigned in about 
15% of the cases) an autopsy is essential. Only in half the 
communities covered in the present study were autopsies 
routinely performed. Big cities like Boston and Chicago had 
an autopsy rate of less than 30%. 

Marked racial and social class distinctions were found to 
exist in the professional and official handling of SIDS par- 
ents. Families without private physicians tended to receive 
the worst care and the least attention. But relatively few 
families, rich or poor, had any idea about SIDS until it 
struck their own home. The higher the educational level of 
the family, the more likely they were to have known about 
SIDS before it hit. 

In too many families, for reasons already outlined, the 
outcome of SIDS is a profound and often prolonged grief 
and guilt reaction. While SIDS itself is not now predictable 
or preventable, the psychiatric casualties trailing after it can 
be prevented or largely eased by proper, professional, and 
kindly management of the members of the family wherein 
SIDS has occurred. 
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The shortcomings uncovered by this study could be over- 
come by the establishment of regional centers serving a de- 
fined geographic area where all cases of sudden, unexpected 
death would be autopsied with families receiving appropri- 
ate information and counseling. 


RATIONALE OF STUDY 


Much confusion and much ignorance about SIDS cur- 
rently prevails both in the health professions and among the 
lay public. Sudden infant deaths are handled in a variety of 
ways throughout the country, particularly with respect to 
autopsy procedures, death certificate terminology, and infor- 
mation given to families. 

A standardized method of managing sudden infant death 
cases throughout the country might alleviate some of the 
psychiatric morbidity that so frequently erupts among sur- 
viving family members. But before case-management stand- 
ards can be recommended, it is essential to obtain an 
accurate picture of current practices with respect to SIDS 
throughout the entire country. 

In essence, this study was undertaken to determine, at 
least in the continental United States: 


1. How SIDS cases are actually handled by physicians, 
coroners, medical examiners and other professionals 

2. Where “good” management and “bad” management 
of SIDS cases prevail, this being the thrust of Part IT, 
Summary of Observations by Locality 

3. What significant effects on SIDS families may result 
from good, not so good, and even bad management of 
the misfortune that has struck them. 
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DISCUSSION AND RECOMMENDATIONS 


As stated in the preface, this study assumes that a mini- 
mum acceptable standard of handling Sudden Infant Death 
Syndrome should exist in all communities throughout the 
United States. The elements of this standard are: 


1. Autopsies should be available to all children who die 
suddenly and unexpectedly and should be performed 
by qualified pathologists. 

2. The term “Sudden Infant Death Syndrome” should be 
utilized as a cause of death on death certificates. 

3. Families should be notified of the autopsy results 
within 24 hours. 

4. Follow-up information about SIDS and counseling 
should be provided by a knowledgeable health profes- 


sional. 


These standards have also been advocated by the Ameti- 
can Academy of Pediatrics. 

The study showed that in the summer of 1972 the level 
of service outlined above was available in only a handful of 
American communities. Smaller counties are hard put to 
investigate obvious criminal cases, let alone cope adequately 
with natural disease problems such as Sudden Infant Death 
Syndrome. It is unrealistic for a small community with no 
pathologist, small funds, and inadequate facilities to do 
post-mortems on all babies. 


RECOMMENDATIONS 


SIDS victims should be transported to designated regional 
centers staffed by competent pathologists. Such regional cen- 
ters would be best suited to deal with the unique problem of 
SIDS. In some area, the centers could be situated with the 
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medical examiner office or coroner office where there are 
already existing resources. In other areas, a university med- 
ical center or affiliated teaching hospital would be the most 
appropriate places. The decision as to which alternative 
would best serve the community and region should be a 
local one. Regional and state comprehensive health-planning 
agencies should assist in determining the appropriate loca- 
tion of these centers. 


AUTOPSIES 


Enabling state legislation might be necessary in some 
states to allow the transport of SIDS victims across county 
lines and to allow autopsies to be performed outside of 
coroner or medical examiner offices. Such laws exist in the 
states of Washington and Oregon. 

Because of the medical examiners’ and coroners’ legal 
responsibilities, it is necessary that they still maintain a con- 
nection with the case even if the post-mortem is performed 
outside their local jurisdiction. Cases involving criminal ac- 
tion must still be referred to these officials. It is often help- 
ful if the pathologist performing the autopsy is appointed as 
a deputy medical examiner or coroner. 

Consideration should be given to providing federal match- 
ing funds for the establishment and maintenance of such 
regional centers with state and county government, as well 
as other sources, sharing the cost. The condition for receipt 
of federal matching funds should be performance of the 
minimum services outlined above. 


DIAGNOSIS OF SIDS 


Extreme variability exists among pathologists about the 
diagnosis of SIDS. The following statement, expressing his 
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own personal philosophy about the diagnosis of SIDS, has 
been prepared by J. Bruce Beckwith, M.D., pathologist at 
Children’s Orthopedic Hospital and Medical Center in Seat- 
tle. Though it is unrealistic to expect that all pathologists 
will agree with all parts of the statement, adoption of its 
principles would clearly be a more effective means of “hu- 
manizing” the handling of SIDS. It is, thus, included as a 
recommendation in this report. 


RECOMMENDATION: 
I. The diagnosis of SIDS at autopsy involves two 


II. 


issues—scientific and humanistic. It is necessary 
that one be willing to render a reasonably positive 
diagnosis immediately if effective counseling is to 
be accomplished. We, therefore, make a diagnosis 
of SIDS for counseling purposes on the basis of 
gross autopsy findings alone in the vast majority of 
instances. If subsequent workup reveals additional 
information, and we deem this important for the 
family to know, we so notify them. Usually our 
approach is to tell them the infant did in fact die 
of SIDS, but in working up the case in detail, 
something was found which we feel they should 
know about. Usually this pertains if an unsuspected 
genetically determined condition is found. 

I have just reviewed 500 consecutive carefully 
studied sudden unexpected deaths in infants and 
children aged one day to three years in the Seattle 
study. Of these, 425 or 85 percent were diagnosed 
as SIDS. This should give an approximate baseline 
against which these series can be measured. If sig- 
nificantly larger or smaller percentages of unex- 
pected infant deaths are being termed SIDS, then 
criteria for the diagnosis should be reviewed. 
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III. Of infants in the above study who were (1) under 
one year of age, (2) apparently died during a sleep- 
ing period, and (3) showed no obvious external 
signs of lethal disease, then 92 percent were eventu- 
ally diagnosed as SIDS. 

IV. The diagnosis of SIDS is made on two bases, exclu- 
sional and inclusional. The former is by far the 
more important. We rule out gross starvation or 
dehydration by external examination, supplemented 
by thymic weight. A significantly atrophic thymus 
should cause suspicion of an underlying stressful 
condition. Meningitis or head injury is ruled out by 
examination of the brain grossly. Obvious enteric 
or renal disease sufficient to cause death is also 
easily diagnosed. The larynx should be examined to 
rule out epiglottitic and aspirated objects. The cri- 
teria we use with respect to the respiratory system 
are as follows: 

1. Bronchopneumonia rather than SIDS is diag- 
nosed when there is grossly obvious, purulent 
consolidation (as opposed to the uniform some- 
what firm, rubbery texture of congested, edema- 
tous lungs usually seen in SIDS). Usually this 
consolidation is localized to some degree, and 
offers a striking contrast to adjacent more normal 
lung. Fibrin or pus is found on the overlying 
pleura. If the microscope is required to diagnose 
pneumonia, we do not view it as an adequate 
cause for death. 

2. Tracheobronchitis is diagnosed when the trachea 
or major bronchi are occluded by pus. This is 
not to be confused with flecks of milk, or frothy 
edema fluid. 

V. SIDS typically shows congested, edematous lungs 
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and intrathoracic petechiae. We see these in over 
85% of cases, but do not demand their presence to 
make the diagnosis. 


VI. Typical SIDS cases die during apparent sleep, and 


are under one year of age. There are no alarming 
symptoms and no externally obvious lethal abnor- 
malities. Any case that is over one year, was ob- 
served to die, or otherwise differs from the above, 
is probably not SIDS, but sometimes nothing else 
is found, and the diagnosis can then be made at 
least for counseling purposes. 


VII. Operationally, I certify deaths as follows, at the 


time of gross autopsy: 

1. (Typical SIDS history, no gross cause of death) 
—“SIDS is certified.” 

2. (Atypical case by virtue of history, anatomically 
also not typical, but no gross cause of death): 
“No gross anatomical cause of death—studies 
pending.” 

This latter format is used for fewer than 5% of 

cases, especially where a real possibility of myocar- 

ditis, encephalitis, or poisoning is suspected on the 
basis of gross findings. 


TERMINOLOGY 


Not until the Second International Conference was the 
term Sudden Infant Death Syndrome (SIDS) formally pro- 
posed. It was rapidly utilized in medical literature and has 
gained almost universal acceptance among pediatricians. 
There is always a “lag time” for current medical knowledge 
to be universally applied. 

An incredible variety of terminology is used by coroners 
and medical examiners to explain certified cases of sudden 
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unexpected infant death. This state of confusion leaves only 
the parents of the SIDS victims to suffer wondering what 
to believe caused their child’s death. It was extremely com- 
mon for parents to be told one cause of death by the coroner 
and another cause by their private physician. The most in- 
vidious terms—suffocation, aspiration, and asphyxiation— 
unfortunately, are still in common use. When such terms as 
pneumonia or upper respiratory infection are used, parents 
still suffer profound guilt, blaming themselves for allowing 
their child to remain ill without medical attention. To lay 
persons, pneumonia is a disease requiring medical attention; 
qualifying words such as interstitial, hemorrhagic or viral, 
do not make the matter any better. 


RECOMMENDATIONS: 


A concerted educational campaign must be directed to 
those certifying and recording causes of death to use the 
term Sudden Infant Death Syndrome. Because of the tre- 
mendous harm done to parents by use of inappropriate ter- 
minology, a directive should promptly be issued by the 
National Center for Health Statistics (Department of 
H.E.W.) to all Vital Statistic Registrars to utilize the term 
SIDS whenever appropriate on death certificates. This must 
not be delayed for years until there is revision of the inter- 
national nomenclature. State and local registrars do not all 
yet use the term Sudden Infant Death Syndrome or its 
acronym, SIDS, but they should no longer have any excuse 
for disregarding it when it is applicable. The effectiveness 
of such a directive has been demonstrated in California 
(November, 1971) and in Iowa (March, 1972) where the 
health departments issued such an order and there was an 
immediate and significant increase in the use of the term or 
acronym, SIDS, as a final diagnosis. 
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NOTIFICATION OF FAMILY 


The notification system for informing parents of the cause 
of their child’s death is extremely haphazard. Again, only a 
handful of communities have a standardized notification 
procedure; the vast majority of communities leave it to the 
parent to take the initiative in obtaining information from 
the coroner or medical examiner. All too many parents wait 
for many months or are never notified of the results of the 
autopsy. It is both unrealistic and inhumane to place the 
responsibility on shocked and grieving parents to call a coro- 
ner or medical examiner office for information. Lower social 
class and racial minority families really need help. They are 
feeling guilty anyhow, which combined with a tendency to 
be distrustful of public officials, profoundly inhibits them 
from taking the initiative to seek out information. 

Routine notification of parents as soon as possible after 
death appeared to be extremely helpful to them in dealing 
with their feelings of guilt. Letters from the medical exam- 
iner or coroner explaining the cause of death were treasured 
by parents who received them. A few pathologists, such as 
J. Bruce Beckwith, M.D. of Seattle, call the family immedi- 
ately after the autopsy; but this is an extremely delicate and 
taxing assignment and is not advocated unless the patholo- 
gist is particularly adept in communication skills. 


RECOMMENDATION: 


A brief letter from an official certifying the cause of death 
should be sent to the family immediately upon conclusion 
of the gross autopsy examination. (Sample letters are in- 
cluded in appendices to Community Profiles.) The letter 
should be accompanied by a printed fact sheet about SIDS. 
An authoritative document in their hands does much to 


THE CURRENT MANAGEMENT OF SIDS 113 


“certify” their own blamelessness to parents as well as to 
relatives and friends who desire explanations. 


RACIAL AND SOCIAL CLASS DIFFERENCES 


Marked racial and social class discrimination in the han- 
dling of parents by officials was found in this study. Many 
officials felt that low income and minority families do not 
care for their children as well as other groups. Suspicion of 
neglect or abuse was foremost in their minds when called 
to a case of sudden unexpected death; the hostile and accu- 
satory acts of these officials towards poor and minority 
families reflected their theories of child abuse. Such dis- 
criminatory practices, though existent, were not limited to 
the South. Blacks and Mexican-Americans tended to suffer 
greatly in areas where the coroner or medical examiner did 
not recognize SIDS as a disease entity and failed to explain 
the cause of the infant’s death. If a family had a private 
physician and that physician was knowledgeable about SIDS, 
they were apt to be treated well and to adjust to the loss of 
their child. If not, they tended to be treated badly and to 
suffer prolonged guilt reactions unless the local coroner or 
medical examiner was particularly sensitive to the “human” 
aspects of SIDS. 


RECOMMENDATION: 


Public health nurses should be employed to provide in- 
formation and counseling to SIDS stricken families on an 
organized basis. Nurses should be properly instructed and 
provided with special training to perform this function as it 
requires special skills. In Seattle and New Orleans where 
such a program was functioning at the time of the study, the 
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nurses were found to carry this counseling role in a superb 
manner. Such a nurse should be part of a regional center 
working closely with the pathologist who performs the 
autopsy. Consistency in terms of information given to fami- 
lies must be maintained. The public health nurse supple- 
ments the role of a family physician and her services should 
not be restricted only to families who do not have their own 
physicians. 


PSYCHIATRIC MORBIDITY 


Though this study was not intended to assay the prev- 
alence of psychiatric morbidity due to SIDS, it was apparent 
that mental health problems in families of crib death victims 
were both common and long lasting. Furthermore, other 
than a few SIDS parent groups, the problem is totally un- 
recognized and no helping services are being provided. 


RECOMMENDATION: 


Support for case finding should be considered to assist 
in referral of “abused parents” to mental health services. 
Concomitantly, mental health workers must be educated 
about the emotional aspects of SIDS. Psychiatric morbidity 
from SIDS will be reduced (but not eliminated) in future 
years, as “preventive psychiatry” in the form of humane 
handling of SIDS cases becomes more widespread. 


PROFESSIONAL EDUCATION 


At the time of the field investigation, only two local 
health departments and no state health departments were 
involved with the problem of sudden infant death. Local 
officials varied as to their knowledge of and interest in the 
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problem. Only one state medical association (Washington ) 
had any organized activity involving SIDS; county medical 
societies were totally uninvolved. Medical schools and teach- 
ing hospitals were, likewise, insulated from the problem. 

Sadly, increasing publicity being given to another ne- 
glected problem, child abuse, has tended to direct more sus- 
picion to families of SIDS victims. Though rare, families 
whose children die of SIDS are still being jailed for sus- 
pected child abuse. 


RECOMMENDATION: 


The Department of Health, Education and Welfare 
should support a nationwide effort to establish an effective 
educational program directed towards those who come in 
contact with SIDS families: physicians, nurses, social work- 
ers, firemen, morticians and clergymen. Presently, only the 
biomedical research aspects of SIDS are being dealt with 
adequately in HEW through the National Institute of Child 
Health and Human Development. 

The Maternal and Child Health Service has sponsored a 
series of regional seminars and produced an educational film 
on SIDS subsequent to the completion of this field study. 
This type of activity should be significantly expanded and 
involve other HEW programs which could contribute, such 
as the National Institute of Mental Health and the National 
Center for Health Statistics. Strong efforts must also be 
made to involve state and local health departments in the 
problem. 


PARENT ORGANIZATIONS 


It is doubtful that any activity in SIDS, either in re- 
search or services to families, would have occurred without 
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the strong efforts of the lay parent organizations, such as the 
National Foundation for Sudden Infant Death (NFSID) 
and the Guild for Infant Survival (GIS). The communities 
which have set up humane programs for handling SIDS fam- 
ilies have done so only because of the combination of a 
strong parent group and a responsive coroner or medical 
examiner. Interestingly, as the lay organizations grow, more 
individuals who are not SIDS parents are beginning to play 
active roles. Up to now, parents who have lost children to 
SIDS have had to bear the brunt of counseling newly 
bereaved families, mostly because there was no one else 
available to do the job. Both the NFSID and GIS consist 
primarily of white middle-class families; neither organiza- 
tion has been successful in reaching low income and minority 
families. Such families do not tend to be “joiners.” Thus, 
reliance should not be placed on the lay organizations to 
provide counseling services to SIDS families. That is a del- 
icate task that should be done by individuals, such as nurses 
or social workers, with some training in dealing with grief 
reactions. This statement is not meant to diminish the im- 
portance of the parent groups; they should be provided with 
financial support to continue their needed educational activ- 
ities. 

In summary, an organized program for dealing with Sud- 
den Infant Death Syndrome is mandatory in each and every 
community in the United States. None of the recommenda- 
tions above require massive outlays of funds. Finding the 
cause and prevention of SIDS may be many years away and 
further augmentation of the research effort is imperative. 
However, a relatively modest investment in alleviating the 
discouraging psychological aspects of this all too human 
tragedy would produce remarkable changes for the better in 
a very short period of time. 
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CURRENT CLASSIFICATIONS OF 
PRIMARY COUNTIES IN EACH STANDARD 
METROPOLITAN STATISTICAL AREA (SMSA) WITH 
REFERENCE TO MANAGEMENT OF SIDS CASES* 


Excellent Management 
Sacramento, California 
San Diego, California 
Orleans, Louisiana 
(New Orleans) 
Baltimore, Maryland 
Hennepin, Minnesota 
(Minneapolis ) 
St. Louis, Missouri (County ) 
Multnomah, Oregon 
(Portland ) 
Allegheny, Pennsylvania 
(Pittsburgh) 
King, Washington 
(Seattle-Everett ) 


Good Management 

Broome, New York 
(Binghamton ) 

Erie, New York (Buffalo) 

Nassau, New York 

Cuyahoga, Ohio (Cleveland) 

Philadelphia, Pennsylvania 

Dallas, Texas 

La Crosse, Wisconsin 

Milwaukee, Wisconsin 


Fair Management 
Alameda, California 


(Oakland) 


San Francisco, California 
Santa Clara, California 
(San Jose) 
San Joaquin, California 
(Stockton ) 
Denver, Colorado 
Hartford, Connecticut 
Washington, D.C. 
Dade, Florida (Miami) 
Marion, Indiana 
(Indianapolis) 
Jefferson, Kentucky 
(Louisville) 
Yellowstone, Montana 
(Billings) 
Wayne, Michigan (Detroit) 
Hillsborough, New Hampshire 
(Manchester-Nashua ) 
Bergen, New Jersey 
( Patterson-Clifton-Passaic ) 
Essex, New Jersey (Newark) 
Brooklyn, New York 
Ector, Texas (Odessa) 
Harris, Texas (Houston ) 
Midland, Texas 
Weber, Utah (Ogden) 
Prince William, Virginia 
Kenosha, Wisconsin 


* Classifications are those of summer, 1972. Many improvements have 


subsequently occurred. 
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Generally Poor Management Suffolk, Massachusetts 


Jefferson, Alabama (Boston ) 

(Birmingham ) Worcester, Massachusetts 
Montgomery, Alabama (Fitchburg-Leominster ) 
Mobile, Alabama Genessee, Michigan (Flint) 
Pulaski, Arkansas Ingham, Michigan (Lansing ) 

(Little Rock) Kalamazoo, Michigan 
Los Angeles, California Boone, Missouri (Columbia ) 
Orange, California St. Louis, Missouri (city only) 

(Anaheim-Garden Grove) New York, New York 
San Bernadino, California Franklin, Ohio (Columbus) 
San Mateo, California Hamilton, Ohio (Cincinnati) 
Alachua, Florida Jefferson, Ohio 

(Gainesville ) (Steubenville-Wierton ) 
Hillsborough, Florida Comanche, Oklahoma 

(Tampa-St. Petersburg) (Lawton) 

Palm Beach, Florida Richland, South Carolina 
Fulton, Georgia (Atlanta) (Columbia ) 

Ada, Idaho (Boise) Davidson, Tennessee 
Cook, Illinois (Chicago) (Nashville) 
Winnebago, Illinois Cameron, Texas 

(Rockford ) (Brownsville-Harlingen- 
Vigo, Indiana (Terre Haute) San Benito) 

Wyandotte, Kansas Potter, Texas (Amarillo) 

(Kansas City) Utah, Utah (Provo) 

Bristol, Massachusetts 

(New Bedford) 


SOME SMALLER COUNTIES MERIT 
HONORABLE MENTION 


The smaller counties listed below deserve mention for the 
humane management of SIDS by county officials and health 
professionals. In each case, autopsies are encouraged by med- 
ical examiners and/or coroners and performed fairly rou- 
tinely. SIDS or crib death is the common terminology on 
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death certificates. Notification procedures are generally good; 
and in each county there is, at the very least, an informal 
channel of referral to other SIDS parents. 


Middlesex County, Marin County, California 
Connecticut Snohomish County, 
Westchester County, Washington 
New York Clackamas County, Oregon 
Niagara County, New York Du Page County, Illinois 


Pinellas County, Florida 


THREE OUTSTANDING COMMUNITIES 


The management of Sudden Infant Death Syndrome 
doesn’t necessarily depend upon the qualifications or the cre- 
dentials of those people within the legal and medical system 
who deal with the parents. Rather, it depends almost entirely 
on the compassion and the humanity of health professionals, 
medical examiners, coroners, and police. Along with several 
other communities in the United States, Baltimore, San 
Diego, and Orleans Parish (in Louisiana) have outstanding 
medical examiners/coroners and programs for dealing with 
this major health problem. 

Dr. Russell S. Fisher, the State of Maryland’s Chief Med- 
ical Examiner, is a distinguished forensic pathologist, who 
has had a long-time interest in SIDS research. Sudden in- 
fant death throughout the state of Maryland is managed on 
a statewide basis. Deputy medical examiners in each of the 
state’s counties are appointed by Dr. Fisher and each deputy 
understands that all possible SIDS cases are to be reported 
to Dr. Fisher’s office in Baltimore where autopsies are per- 
formed on all cases. Following the performance of the au- 
topsy, Dr. Fisher’s office informs the Baltimore-based Guild 
for Infant Survival, who in turn send a letter over Fisher’s 
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signature to new SIDS parents. The medical examinet’s let- 
ter explains SIDS, stressing the unpredictability and unpre- 
ventability of the disease. The letter includes the names and 
phone number of a Guild member for the parent to contact 
for further counseling and assistance. 

The county coroner of San Diego, California, Mr. Robert 
Creason, is a layman. Mr. Creason has had a long association 
with the San Diego-based chapter of the National Founda- 
tion for Sudden Infant Death. Like procedures followed in 
Maryland, all babies are autopsied and SIDS is used on the 
death certificates. Parents are promptly notified of the au- 
topsy findings and sent an SIDS fact sheet and letter of 
condolence by Mr. Creason. In addition, Creason refers all 
SIDS parents to the San Diego parent group for further help. 

Dr. Carl Rabin, an internist, is the Coroner of Orleans 
Parish (New Orleans), Louisiana. Louisiana law doesn’t 
make autopsies mandatory; however, Dr. Rabin always has 
them performed on cases of sudden death of infants at New 
Orleans’ Charity Hospital. Wherever applicable, the term 
“Sudden Infant Death Syndrome” has been ordered used as 
the official cause on the death certificates in the parish. As in 
Seattle, specially trained public health nurses are sent to the 
homes of SIDS families to counsel the parents. New Orleans 
and Seattle were the first two cities in the United States 
where the county health department became actively in- 
volved in dealing with SIDS parents. The New Orleans 
Chapter of NFSID is active in the community and along 
with Dr. Rabin’s office and the parish health department, a 
coordinated effort to reach SIDS parents with the basic facts 
about the disease has been very successful. 

There are other communities where the management of 
SIDS is outstanding. Seattle, Washington has served as a 
model community for many years. Minneapolis, Pittsburgh, 
Sacramento, Portland, and the county of St. Louis in Mis- 
souri, all have excellent medical examiners or coroners, who 
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have teamed up with committed physicians and parents to 
create enlightened communities. 

It seems clear that the tragic aftermath of sudden infant 
death can be somewhat relieved when the legal and medical 
professions are compassionate and responsive to the needs 
of the surviving family. 

The state of Oregon probably has the best organized 
statewide system for the management of sudden infant 
death in the entire country. Due to the efforts of Chief 
Medical Investigator Dr. William Brady and his chief dep- 
uty, Dr. Larry Lewman, who are both forensic pathologists, 
Oregon has developed efficient and humane procedures. The 
state pays the salaries of the medical investigators in coun- 
ties with populations in excess of 50,000. The pathologists 
are appointed by a State Board of Medical Examiners, which 
has statutory authority. The board is made up of persons 
such as the Professor of Pathology at the Medical School, the 
State Health Director and the President of the State Medical 
Association. 

In addition to being responsible for the performance of 
autopsies in their home counties, the medical investigators 
provide consultation services to all other counties which re- 
quire the services of a forensic pathologist. The Portland 
office reviews the death certificates from all other jurisdic- 
tions. A teletype system has been set up from the coroner’s 
offices throughout the state to the Chief Medical Investi- 
gator’s office in Portland. 

Under Oregon law, each county in the state has a County 
Medical Examiner, who must be a physician. The county 
medical examiners are closely advised by Drs. Brady and 
Lewman in Portland. Autopsies are routinely performed on 
all cases of sudden infant death in the state and the diag- 
nosis is teletyped to Portland immediately. Each medical 
examiner has copies of the NFSID brochure to send to par- 
ents as well as a letter from Dr. Lewman expressing con- 
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dolences and offering the name of another SIDS parent in 
the community. At the same time, the state office sends a 
copy of the teletype to the president of the NFSID chapter 
in the state for further follow-up. 

Suffolk County, Massachusetts which includes the greater 
Boston metropolitan area, has several world-famous medical 
centers within its environs. In 1972 Boston was an example 
of a poorly handled community in terms of sudden infant 
death. In 1970-71, about 32% of the potential SIDS cases 
were autopsied. The low autopsy rate was explained as due 
to the limitation of funds, facilities and personnel. In addi- 
tion, medical examiners felt that the autopsy results had been 
“discouraging,” though autopsies were performed if families 
or their private physicians insisted. 

Acute pneumonitis, pulmonary congestion and interstitial 
pneumonitis are the most common terms, though occasion- 
ally sudden unexpected death at infancy is put in parentheses 
following the “‘official” designation. There was no standard 
notification procedure, though a provisional diagnosis is 
made within 24 hours of the gross autopsy. Parents ordi- 
narily had to take the initiative to learn the results of that 
autopsy. 

The Eastern Massachusetts chapter of the NFSID reaches 
relatively few families in Suffolk County; their main sphere 
of activity is in the Boston suburbs. A large number of poor 
SIDS families in the immediate Boston area got neither help 
nor counseling from the medical examiner’s office or the 


NFSID. 


PARENTS IN JAIL 


The jailing of parents of a crib death victim as a result of 
their baby’s death, while rare, does happen from time to 
time. Occasionally, overzealous law enforcement officials, 
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always on the lookout for child abuse, charge and jail SIDS 
parents. The tragedy of SIDS is compounded many times 
over by such callous and barbaric treatment. Those unfor- 
tunate parents having to face this ordeal represent a small 
percentage of the approximately 10,000 families who lost 
babies last year. This tip of the iceberg, however, is indica- 
tive of the ignorance about SIDS in the United States. We 
would far rather “miss” a deliberate homicide than falsely 
suggest to a single SIDS mother that she might somehow 
have contributed to her baby’s death. We’ve hopefully come 
a long way since 13th century Germany where, under pen- 
alty of law, parents were forbidden to allow a child under 
two years of age to sleep in the same bed with them, or 19th 
century Britain where a similar law was suggested. And yet 
in the 1970s, cases of incarcerated parents do crop up now 
and again. “Far too often an infant death in a ‘nice’ family 
is SIDS, but in other families, an identical kind of death is 
interpreted as suffocation, neglect or deliberate infanticide,” 
Dr. Beckwith says. In each of the cases cited, the parents 
were young and poor and the charges against them were 
eventually dropped, but not after a prolonged period of 
mental anguish as the aura of suspicion surrounded them. 
* * * * 

Roy and Evelyn Williams of New York City are young 
and black. In February 1971, Evelyn gave birth to the 
couple’s second child, a son by caesarian section. Roy was 
home from the Army and taking care of the two children 
while Evelyn was undergoing out-patient psychiatric treat- 
ment for post-partum depression. On the morning of April 
4, when the baby was two months old, Roy found him dead 
in his crib. The distraught parents spent about three hours 
cleaning their apartment before calling the police because 
they feared they’d be accused of some wrongdoing. 

When the police were called, the baby’s body was taken 
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to the hospital, the older child was left with a grandmother 
and the Williams’ were taken to the police station. Roy and 
Evelyn were questioned separately for several hours. The 
policeman questioning Roy understood him to say that the 
baby hadn’t been fed for three days—a statement Roy de- 
nied making. 

An autopsy was performed by the deputy chief medical 
examiner. The diagnosis was listed as “congestion of the 
viscera” and the cause of death, “pending further study.” 
In the autopsy report, there was no mention of malnutrition 
or dehydration. The medical examiner had inserted in the 
report the words “abandonment and neglect.” On the basis 
of the police and medical examiner’s reports, the parents 
were brought before a grand jury and indicted on charges of 
“criminal neglect.” The family is poor and was not able to 
raise the $1,000 bond, so on June 4, 1971, they went to 
jail. Roy spent five months and his wife six months in New 
York City jails, until the bail was finally raised by relatives. 

Their case came to trial in May 1972. The medical exam- 
iner testified that he’d written “abandonment and neglect” 
on his report based solely on his conversation with the police 
and zoż as a result of his post-mortem findings. Further, he 
stated in court that his findings were ‘consistent with crib 
death.” 

At the conclusion of the prosecution’s case, the judge dis- 
missed the charges. Evelyn and Roy Williams’ ordeal with 
the law was over, they were free. More than 19 months 
after their baby son’s death, they were free to live with the 
horror of having spent half a year inside jails mourning for 
an infant who was a victim of SIDS. 

* * * * 

John Jerry and Billy Mae Price of Fort Mill, South Caro- 
lina are white, poor and illiterate. In July 1972, the couple 
lost their second child to SIDS. Autopsy findings on their 
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six-month-old son indicated that he was a victim of SIDS. 
Nevertheless, John Jerry was thrown into jail before the 
post-mortem findings were available on a charge of “assault 
and battery with intent to kill.” Billy Mae, mercifully, was 
released from jail when it was learned she was not at home 
the night the baby died. John pleaded with the authorities 
at the jail to allow him to attend his baby’s funeral, in 
chains, if necessary. He was refused. At first the family was 
told they would have to raise $150.00 bail but when they 
arrived at the jail with the money, they were told the bond 
was in fact $1,500, a sum way out of their reach. 

Several days later, the medical examiner’s office informed 
the county police that there was no indication whatever that 
the baby had been abused in any way. It was the medical 
examiner’s opinion that the baby had died of SIDS. John 
Jerry was still not released from jail because the police 
insisted they had to have a release order in writing before 
they could let him go. At the time, the young parents had 
very little idea of what had happened to them, “I don’t 
think they treated us right at all,” John said, “it was bad 
enough to lose the baby... and then to be locked up...” 
Billie Mae was sure of one thing, though, she wouldn’t have 
any more children—‘‘No, not if I can help it. I had two 
and couldn’t raise those two, so there ain’t no use in having 
them.” 

* * * * 

Patricia and John Smiley of Elsinore, California are also 
young and poor. John is 21 and his wife is 20. In the early 
morning hours of April 11, 1973, they put their month-old 
daughter to sleep in an extended dresser drawer—they 
couldn’t afford a crib. Later in the day, they found their 
baby lifeless. John, who is a hospital orderly, called the 
Riverside county sheriff’s office for help. Because of the run- 
down condition of the Smiley’s apartment, the police sus- 
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pected child neglect. John and Patricia were taken to jail 
and charged with “involuntary manslaughter” even before 
an autopsy was performed. The parents remained in jail for 
two days until the $2000 bail was posted by John’s mother. 
At no time, during the period when they were charged and 
arraigned on April 17, did they have a lawyer. The National 
Foundation for Sudden Infant Death, upon hearing of the 
Smiley’s plight, retained an attorney in Riverside and mem- 
bers of the Board of Trustees personally contributed the 
money to defray the costs of the young couple’s defense. 

At the preliminary hearing, the prosecution alleged that 
the baby had been neglected, but there was no evidence 
whatsoever to substantiate the charge. The Smileys were 
guilty of being poor and young; too poor to afford a crib 
for the baby. The autopsy findings were reviewed by an 
independent pathologist and the results were found to be 
consistent with sudden infant death. As a result of those 
findings, the official charges were dropped and like the 
others, John and Patricia Smiley were free to live with their 
memories of time spent behind bars, official accusations, and 
a legal hearing while grieving over the death of their baby 
daughter. 


x 


EPILOGUE 


Our epilogue was written by Colman McCarthy of The 
Washington Post. Mr. McCarthy wrote the following edi- 
torial on September 21, 1973 following a hearing on federal 
legislation (S. 1745) before the Senate Subcommittees on 
(1) Children and Youth and (2) Health. He says, from an 
“outsider’s” viewpoint, all there is to say on the state of 
the problem. We can only hope that an editorial such as this 
will not have to be written in 1983. We have made our 
commitment to future families; we are waiting for others 
to follow. 


“The Tragedy of Crib Death” 
Colman McCarthy 


Earlier this year in a small California town near San 
Diego, John and Patricia Smiley went into the bedroom of 
their four week old infant. The child, healthy the day before, 
lay dead. The couple, frantic with sudden shock, immedi- 
ately called the local sheriff’s office to ask for an ambulance. 
As Smiley remembers it, the voice at the other end replied 
that if the child was dead, why was an ambulance needed. 

So began the post-death ordeal of the Smileys. The young 
and poor couple was charged on suspicion of involuntary 
manslaughter and jailed for three days. The charges were 
eventually dropped but not before the couple had been 
harrassed to the point that they left town. The Smileys were 
in Washington yesterday, testifying before a joint session of 
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the Senate subcommittee on children and youth and the 
subcommittee on health. “There are just so many bad mem- 
ories to the whole situation and I would like to forget,” 
Smiley told the senators, “but I know that I will never be 
able to forget...I hope that it never happens to anyone 
else like it happened to us. The death of a child is bad 
enough. It’s the harrassment and lack of knowledge, lack of 
understanding and lack of compassion that hurts more than 
anything else.” 

The tragedy of the Smileys would pass unnoticed—an- 
other hard luck case in a world full of them—except that it 
is part of a national pattern. Their child died from Sudden 
Infant Death Syndrome, a disease that kills an estimated 
10,000 infants a year, at a ratio of one in 350. SIDS (crib 
death) is neither predictable nor preventable. Perhaps be- 
cause of this, interest in its research has been limited, from 
medical schools to the federal government; current federal 
primary money for SIDS research grants is $262,000, less 
than the cost of remodeling the President’s jet; primary 
research contracts are $340,000. What is especially strange 
about the disease is not its mystery but that little is done for 
the surviving parents, even though much is known about 
their anguish. Couples are not usually jailed as the Smileys 
were, but nearly all are imprisoned within some kind of 
emotional torment from which release is painful and per- 
haps impossible. 

Many who are concerned about SIDS learned long ago 
not to look to the federal government for leadership, much 
less to local health officials. Instead, several private groups 
are at work. Among them are the Guild for Infant Survival 
(Baltimore) and the National Foundation for Sudden Infant 
Death (New York). In testimony yesterday, Dr. Abraham 
Bergman, a Seattle pediatrician and the foundation’s presi- 
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dent, said that the parents’ post-death anguish “‘is all so un- 
necessary. By the expenditure of a small amount of funds 
(such as proposed in legislation now before the Senate), 
and just the semblance of some action on the part of HEW, 
the human aspects of SIDS which causes an enormous toll 
of mental illness could be solved within two years.” 

In other years, Bergman has come to Washington with 
mostly general statements on the degree of neglect. The re- 
sponse was small. This time, he is presenting specific details 
from 158 American communities on what action coroners, 
medical examiners, health officials and parents take when 
infants die suddenly and unexpectedly. The report, with a 
few bright parts, is generally bleak. A coroner in Alabama 
called a SIDS death suffocation because “blacks do not know 
how to care for their children properly.” An Idaho coroner 
called it “partial neglect and pneumonia.” Only half of some 
400 parents were told their children died of SIDS. Only 27 
per cent of the communities had pathologists to certify the 
cause of death; in 43 per cent of the communities it was not 
even a physician who performed this service, but often an 
undertaker, ambulance driver or sheriff. More than a third 
of the families had to wait between a week and many months 
before the autopsy results were provided; 9 per cent were 
never told by anyone why their infants died. 

Not surprisingly, Bergman’s study found racial and class 
discrimination in the management of SIDS. “Half as many 
blacks as whites were given SIDS as an explanation for 
death; four times as many blacks were told that their baby 
suffocated; and three times more blacks than whites were 
never told why their baby died. Some 75 per cent of upper 
class families had heard of SIDS before their baby died, and 
92 per cent received information afterwards. Only 48 per 
cent of lower-class families had heard of SIDS before their 
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baby died and only 40 per cent received information about 
SIDS after their baby died. The people who needed the help 
most were least apt to receive it.” 

The loss of an infant causes an anguish that only the sur- 
viving parents can feel. Even when a parent is familiar with 
the disease, the trauma can be intense. A Seattle pediatrician 
working in the hospital with the world’s largest SIDS re- 
search project said that her knowledge that SIDS is neither 
predictable nor preventable “. ...did not protect me from 
painful guilt feelings and depression. I was a human being 
and a mother who needed help at a critical time.” She was 
visiting in Los Angeles when her infant son died and the 
help was not provided. More than two months passed before 
she even knew that an autopsy had been performed. “I keep 
thinking,” the woman has written, “if a physician’s family, 
which has some understanding of SIDS, is treated in this 
way in Los Angeles, what happens to other families who 
don’t have similiar resources? Why can’t parents who lose 
treasured infants be treated with dignity and compassion?” 

It is a fair question. One possible answer is the lack of 
leadership among public health officials. Why should a local 
sheriff’s office be expected to show sensitivity if no example 
is given by the supposedly alert doctors in many state and 
federal agencies? At the last Senate hearings on SIDS, an 
HEW doctor in charge of SIDS research issued the inevitable 
promise to take action, but he’s gone from the agency now. 
His successor has renewed the promise. “I don’t know what 
happens to people when they come back here to the banks 
of the Potomac,” Bergman said. “Maybe it’s the heat or 
maybe it’s the smog. Government officials here in Washing- 
ton are always busy, busy with big problems. HEW always 
seems to have some reorganization cooking. Global health 
strategy is being devised, or else ‘we’re new in our job, just 
give us time.’ Senator Magnuson says that, what with all the 
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job changes, the busiest people in this town are the sign 
painters down at HEW.” 

If we were told this morning that in the next year a dread- 
ful plague would kill 10,000 of America’s children, it is 
likely the nation’s medical community would command the 
front pages of newspapers to announce plans to meet the 
threat. The sign painters at HEW would be idle because no 
official would dare leave his post in this emergency. Every 
local community, including Alabama coroners, would be on 
the alert. Such a plague is not coming, of course, at least not 
the Black Death kind of threat. But a year from now, another 
10,000 infants will have been found dead in their cribs. 
Afterward, their parents will die repeated emotional deaths 
in private anguish. The research to prevent SIDS may be 
far off, but ways to prevent the abuse of surviving parents 
is well known. Perhaps the largest mystery involving SIDS 
is that we are not acting on facts already available. 


APPENDIX 


PARENT INTERVIEWS—RESPONSES 


Number 
Question Responding %Yes %No 
Was an autopsy performed? 414 74 24 
Was permission requested? 372 64 36 
Was verbal explanation of diagnosis same 
as that appearing on death certificate? 310 66 33 
Was cause of death adequately explained? 389 50 50 
Was a coroner’s inquest held? 395 3 97 
Was a private physician involved? 337 68 32 
Did anyone outside family offer 
assistance after baby’s death? 405 78 22 
Did you know anything about SIDS before 
the death? 415 58 42 
Have you had access to printed material 
about SIDS? 415 74 26 
PARENT INTERVIEWS 
DID ANY PERSON OR PERSONS MAKE THE SITUATION WORSE? 
YES 
* Percent of 
Number No those who 
Responding Percent “made it worse” 
No one made it worse 202 49 51 
“Friends” 58 14 28 
Physicians or nurses 43 11 21 
Relatives 41 10 20 
Policemen 15 4 7 
Newspaper story 8 2 4 
Firemen 2 3 1 
Other persons 40 9.7 19 


Total Responses 409 
* Of the 51% who made things worse, numerical total (N), 207. 
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PARENT INTERVIEWS 
WHAT DO YOU NOW THINK WAS THE CAUSE OF YOUR CHILD’S DEATH? 
a A N Aa aca che 


Number 
Responding Percent 
SIDS or crib death 262 64* 
Don’t know 56 13.5 
Pneumonia 21 pl 
Crib death with “contributing factors” 16 4* 
Suffocation 14 3.5 
Some infection 2 Fi 
Other 38 9.2 
Total Responses 409 


* Combined percentages, 68%. 


PARENT INTERVIEWS 
HAD YOU EVER HEARD OF SIDS PRIOR TO YOUR BABY’S DEATH? 


Percent 
Yes 58 
No 42 
Those who possessed information obtained it from: 
(231 responses ) 

Magazine article 19 
Newspaper story 18 
“Word of mouth” 15 
Television 7 
Combination of above 17 
Other 24 


PARENT INTERVIEWS 
WHAT PRINTED MATERIAL HELPED YOU AT THE TIME OF 
YOUR BABY’S DEATH? 


Number 
Responding Percent 
NFSID brochure 77 19 
Newspaper or magazine story 67 16 
Both of above 111 27 
Other 49 12 
I had no printed material 106 26 


Total Responses 410 
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PARENT INTERVIEWS 
SOCIAL CLAss DISTRIBUTION BY OCCUPATION OF 
345 FAMILIES RESPONDING 


Number 
Responding 
Class I Professional and managerial 143 
Class II Skilled workers and clerical 127 
Class III Unskilled laborers and unemployed 75 
PARENT INTERVIEWS 
RELATIONSHIP OF SOCIAL CLass TO INFORMATION 
RECEIVED ABOUT CAUSE OF BABy’s DEATH 
Class 
I II III Overall 
Autopsy rate 75% 77% 70% 74% 
Private physician involved 77 74 49 73 
Families initiating contact 
to receive autopsy results 34 29 41 32 
Cause of death adequately explained 56 50 34 50 
Previous knowledge of SIDS 75 57 48 63 
Received printed information 92 78 40 79 


PARENT INTERVIEWS 
PERCENTAGES OF FAMILIES HAVING ACCESS TO PRINTED MATERIAL 
ON SIDS BEFORE AND AFTER CHILD’s DEATH BY SOCIAL CLASS 
Class 


I II III = Overall 
Knowledge of SIDS before death 75% 57% 48% 63% 


Number of responses 106 155 46 307 
Received printed material 
about SIDS after death 92% 78% 40% 79% 


Number of responses 141 154 48 343 
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PARENT INTERVIEWS 
RELATIONSHIP OF SOCIAL CLASS TO THE PERSON 
Found Most HELPFUL AFTER CHILD’s DEATH 


Class 
I II III = Overall 
Member of own family 37% 33% 66% 42% 
Family physician 19 20 7 17 
Clergyman 9 19 3 8 
Parent group 10 8 — 6 
Coroner /medical examiner 2 8 3 4 
Other person 23 12 21 23 
Number responding 139 154 47 340 


PARENT INTERVIEWS 
PERCENTAGE OF FAMILIES IN EACH SOCIAL CLASS 
RECEIVING PARTICULAR EXPLANATION FOR CHILD’s DEATH 


Class 

I II III Overall 
SIDS or crib death 63% 57% 45% 52% 
Pneumonia 9 15 14 14 
Suffocation or strangulation 2 7 9 4 
Other 20 14 15 16 
No explanation 6 7 17 14 
Number responding 12 15 48 35 


PARENT INTERVIEWS 
PERCENTAGE OF FAMILIES IN EACH SOCIAL CLASS 
CONCEPT OF CHILD’s DEATH AT TIME OF INTERVIEW 


Class 
I II III = Overall 
SIDS or crib death 84% 67% 57% 73% 
Suffocation or strangulation — 4 9 3 
Other 10 14 17 12 
Don’t know 6 15 17 12 


Number responding 139 154 46 339 


N 
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PARENT INTERVIEWS 
RACIAL DISTRIBUTION 


Number 
Responding Percent 
Caucasian 329 79 
Black 66 16 
Mexican-American 15 4 
American Indian 1 — 
Other/unknown 7 1 
Total Responding 418 


PARENT INTERVIEWS 
RACIAL DIFFERENCES IN MANAGEMENT OF SIDS 
Number Response Rate (%) 
Responding Caucasian Black 


Private physician involved 337 76 35 
Policeman involved 413 35 48 
Fireman involved 413 24 6 


PARENT INTERVIEWS 
RACIAL DIFFERENCES IN MANAGEMENT OF SIDS 
Number Response Rate (%) 
Responding Caucasian Black 
Permission requested to 


perform autopsy 370 68 45 
Adequate information given on 

cause of death 415 57 27 
No information provided on 

cause of death 411 5 23 


Assistance provided 403 85 53 
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Qualifications of 138 Public Officials Certifying 
Cause of Death 


10 20 30 40 50 60 


Percentages 


What is the Usual Length of Time After Performance of an 
Autopsy When a Diagnosis is Entered on the 
Death Certificate? 
Responses of 137 Coroners or Medical Examiners 


37% 


10 20 30 40 50 


Percentages 
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Who Was The First “Official” Person With Whom 
You Had Contact After Discovering Infant? 


21% Firemen 


17% Hospital emergency 
room physician 


14% Family physician 


7% Ambulance 
6% Others 
10 20 30 40 50 
Percentages 


Where Was Body Taken Following Discovery In Home? 
Responses of 417 Families 


12% Mortuary 
6% Coroner or medical examiner’s office 
3% Physician’s office 


|, 2% Don’t know/Unknown 


10 20 30 40 50 60 70 80 


Percentages 
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What Explanation Were You Given About 
The Cause of Death? 
Response of 417 Families 


Other diagnoses 16% 


Pneumonia 14% 
No explanation 14% 


Suffocation or strangulation 4% 


10 20 30 40 50 60 
Percentages 


How Long After The Autopsy Did You Learn the Results? 
Responses of 413 Families 


One week-1 month 13% 


1-3 months 10% 


Never received 9% 


After 3 months 3% 


10 20 30 40 50 


Percentages 
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Who Was Most Helpful To You After Baby’s Death? 
Responses of 409 Families 


Family physician 17% 


Miscellaneous people 15% 


Clergyman 8% 


Local parent group 6% 
Friend 5% 
Coroner or medical examiner 4% 


Fireman 2% 


Percentages 
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Percentages 


Percentages 


Percentage of Families Having Knowledge of 
SIDS Before Death 


106 154 48 


Number of Responses 


Percentage of Families Who Received Information 
About SIDS After Death 


100 
90 
80 
70 
60 
50 
40 
30 
20 
10 


141 154 48 
Number of Responses 


Percentages 


Percentages 
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Length of Time to Receive Autopsy Results 
Relationship of Race 


lwk 1wk-l mo. 1-3mos. Morethan Never 


41% 3 mos. 


Number Responding 


Relationship of Race to Explanation of Cause of Death 
60 


SIDS Suffocation Other No 
57% Explanation Explanation 


50 
42% 


40 LO Caucasian 
30 Ea Black 


20% 


20 


10 


216 18 140 39 


Number Responding 


ma 


N 
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